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EXECUTIVE SUMMARY

During the last decade, scientific interest in lesbian health has risen,
in parallel to the national focus on women’ s health in general. The
impetus for this attention came about in the early 1990s when the
national media focused on the potentially higher risk for breast cancer
in the lesbian population. In addition, the National Lesbian Health
Advocacy meetings with Federal agencies in 1993 led to the initiation
of many activities within the Department of Health and Human
Services. The inclusion of questions on sexual behavior and identity
in the Federally funded Women’ s Health Initiative and the Nurses
Health Study was a major step for leshian health during this decade.
The supplemental funding provided by the NIH Office of Research on
Women' s Health to study the lesbian population was instrumental in
stimulating research projects.

Among nongovernmental organizations, the funding of small research
grants by the Leshian Health Fund of the Gay and L esbian Medical
Association, totaling about $250,000 this decade, established valuable
pilot data for larger research projects. Several medical organizations
passed resolutions for the inclusion of or protection of persons by
sexual orientation. Scientific articles on lesbian health have also
appeared in several peer-reviewed medical and public health journals
in recent years.

In 1999, the Institute of Medicine published its landmark report,
Lesbian Health: Current Assessment and Directions for the Future.
NIH s ORWH and CDC’ s Office of Women' s Health led the effort to
support this first-of-a-kind study. The recommendations were broad
and overarching. The IOM report was well received according to
IOM representatives, with more than 5,000 copies distributed to
health care professionals and government officials nationwide. Given
the challenge in implementing the recommendations, the Gay and
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Leshian Medical Association invited the DHHS Office on Women’ s
Health and ORWH to co-sponsor a workshop to identify the next
steps needed to implement the IOM recommendations. Several other
government agencies joined in sponsoring this workshop, as well as
several leshian, gay, bisexual, and transgender organizations and
health professional organizations. We want to especially thank these
groups for their support and participation in this important workshop.

On March 23-24, 2000, over 100 leshian health experts, and gov-
ernment and foundation representatives met at the Scientific
Workshop on Lesbian Health in Washington, D.C. (Appendix 1).
Representatives from the National Center for Health Statistics and the
Substance Abuse and Mental Health Services Administration
provided valuable and new information on the inclusion of questions
on sexual identity and behavior in the National Health and Nutrition
Examination Survey and the National Household Survey on Drug
Abuse, respectively. Lesbian health experts enlightened the
workshop participants on the history of the lesbian health movement,
as well as the CDC-funded “ Removing the Barriers Project” that
provides culturally appropriate training for health care providers. A
video, Leshian Physicians: Practice, Patients, and Power revealed
the barriers lesbians face in receiving quality health care.
Representatives from the gay community who prepared the White
Paper for Healthy People 2010 presented the science base to justify
the inclusion of sexual orientation in the tracking of dozens of
Healthy People objectives.

Participants spent most of the workshop in one of ten working groups
on the following topics: Cancer, Cardiovascular Disease and Obesity,
Health Promotion and Intervention, HIV/AIDS and STDs, Life Span

Development, Mental Health and Substance Abuse, Research Career

Development, Research Methodology, Resiliency/Health Effects of
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Homophobia, and Service Delivery and Access to Services. Each
working group was asked to consider several research questions that
were raised by the IOM report, which are included in each section of
this report, as well as the eight general recommendations from the
IOM Report (see page viii). Each working group was charged with
producing at least five implementation steps. Specific activities
suggested by each working group provide a rich menu of programs
for Federal and private organizations to choose from for future
support. They range from activities that require minimal financial
support to activities that require more substantial long-term funding.

A summary of the most frequently recommended steps for imple-
mentation from the Working Groups is shown in Appendix 2. Two
recommendations were endorsed by all ten working groups: 1) The
Federal government should solicit and fund research on lesbian, gay,
bisexual, and transgendered health; and 2) Research should include
the diversity of the lesbian population in terms such as race/ethnicity,
socioeconomic status, age, disability, and geography. The justifi-
cation for these recommendations was apparent after a search for
currently funded grants or contracts on lesbian health in DHHS
revealed very few funded projects. Lesbian health researchers were
encouraged to submit sound scientific proposals to Federal health
agencies to be considered for funding. Eight of the working groups
suggested the continuance of scientific workshops or professional
meetings on lesbian health, and asked that such conferences be
supported at regular intervals. Seven of the working groups
suggested steps be taken to improve access to the health care system,
such as funding studies to explore the causes for barriers that leshians
have in accessing health care, treatment, information, and preventive
services. Along the same lines, seven working groups recommended
that cultural competency/sensitivity training be provided for health




care providers and researchers. The CDC-funded “ Removing the
Barriers Project” was suggested as a model in this regard.

Seven working groups also called for the inclusion of sexual ori-
entation for analysis in federally funded research. The National
Health Interview Survey, the Y outh Risk Behavior Survey, the
National Health and Nutrition Examination Survey, plus several
ongoing disease-specific surveys were mentioned for inclusion of
guestions on sexual orientation and/or for oversampling the lesbian,
gay, bisexual, and transgendered population. The invited experts
were surprised to learn that several federally funded health surveys
have or currently collect information on sexual orientation. Over half
(six) of the working groups called for the funding of research to
determine the appropriate methodology for studies conducted on the
lesbian population.

The creation of liaison positions in relevant DHHS agencies collected
information clearinghouses for leshian, gay, bisexual, and transgender
research was recommended by working groups (six). 1n July, 2000
DHHS created the Steering Committee on Disparities Related to
Sexual Orientation, which includes representatives from most of the
DHHS agencies and offices. This committee has been asked to
develop a strategic plan for the DHHS by the end of the year. Special
studies on the impact of discrimination, stigma, and homophobia on
mental and physical health was also called for by half of the working
groups. Inall, 70 steps for implementing the IOM report were
suggested by the expert working groups. These recommendations
will be considered in developing the strategic plan for the department.

Ancther positive event that has occurred since the Scientific
Workshop on leshian health is the announcement that Healthy People
2010 will include sexual orientation as a population group for
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tracking in almost 30 objectives. A Healthy People Companion
document had also been commissioned to highlight lesbian, gay,
bisexual, and transgendered health as related to the national objec-
tives.

The process of implementing the IOM report on leshian health has
now begun. Researchers and others inside and outside government
are invited to use the proceedings of this workshop to ensure that
leshian health needs are more fully addressed in research proposals.
Likewise, members of the lesbian community are encouraged to
participate in these unique research opportunities. |Integrating these
workshop recommendations into continuing or new health research
efforts should yield significant progress by the end of the decade in
addressing issues raised by the IOM report.

Wanda K. Jones, Dr.P.H.
Deputy Assistant Secretary for Health (Women’ s Health), DHHS

Maureen O’ Leary, M.1.M.
Executive Director
Gay and Lesbian Medical Association

Vivian Pinn, M.D.
Associate Director for Research on Women' s Health, NIH
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IOM RECOMMENDATIONS CONSIDERED
BY EACH WORKING GROUP

viii

Increase knowledge of health risks and protective factors,
improve data-gathering methodologies for gathering information
about lesbian health, increase understanding of the diversity of the
lesbian population, and improve access to health care services.

Improve measurement of the various dimensions of leshian sexual
orientation.

Include questions about sexual orientation on data collection
forms in relevant studies in the behavioral and biomedical
sciences.

Consider the full range of racial, ethnic, and socioeconomic
diversity among lesbians in study design; include study
population members in development and conduct of research; and
protect the confidentiality and privacy of the study population.

Fund a large-scale probability survey to determine the range of
expression of sexual orientation among women and the
prevalence of various risk and protective factors for health by
sexual orientation.

Convene regular conferences to disseminate information re: the
conduct and results of leshian health research, including the
protection of human subjects.

Develop and support mechanisms for Federal agencies,,
foundations, health professional associations, and academia to
disseminate information on lesbian health to health care
providers, researchers, and the public.

Develop strategies to train pre- and post-doctoral researchers in
conducting leshian health research.
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PREPARATION OF THE REPORT

The Scientific Workshop on Lesbian Health was a success largely
due to the countless hours given by the 10 Working Group Chairs
and the Planning Committee, comprised of members of the
Lesbian Health Fund, the Gay and Leshian Medical Association,
and Federal representatives.

Likewise, the hard work of the more than 100 experts and leaders
in lesbian health from LBGT organizations, health care
organizations, academia, foundations, and HHS agencies is
reflected in this report. Judith Grant and Lynn Peniston of the
MayaTech Corporation should be thanked for their excellent
logistical support at the conference. Finally, Matthews Media
Group should be acknowledged for their timely preparation and
editing of the recommendations.

Editor
Suzanne G. Haynes, Ph.D., HHS Office on Women's Health,
Washington, D.C.

Technical Editors
Suzanne Niemeyer, Matthews Media Group, Rockville, MD

Patrick Nolan, Matthews Media Group, Rockville, MD
Deborah Steinbach, MayaTech Corporation, Silver Spring, MD




1.

Cancer Working Group

IOM Report: Key Points

“Much attention has been paid to possible increased risk of
cancer among leshians, particularly with respect to breast
cancer. The assumption of higher risk for leshians is based
primarily on data from various studies suggesting that cer-
tain cancer risk factors occur at higher levels or with
greater frequency in leshbians. These factors include higher
rates of smoking, alcohol use, poor diet, greater BMI, and
differential rates of hormone exposure associated with less
use of oral contraceptives and the lower likelihood of
bearing children. To date, however, there are no epidemi-
ological studies supporting a conclusion that lesbians are at
increased risk for breast or other cancers.

“There are several reasons for studying cancer among les-
bians. For example, compared to heterosexual women, les-
bians may have differences in risk factors, differences in
prevalence of risk factors for each of the cancers, and dif-
ferences in the way that health care is received (e.g., how
they relate to their health care provider, how the provider
relates to them).”

IOM Suggested Areas for Research

Population-based studies to determine the incidence of cancer

among leshians

Prevalence of cancer risk factors among lesbians (e.g., hor-
mone replacement therapy use, diet, overweight, alcohol use,

and tobacco use)
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Patterns of screening behaviors among leshians (e.g., mammo-
grams, Pap smears)

Possibilities for adding sexual orientation items to cancer and
SEER registries

Need for prevention and treatment intervention models targeted
specifically toward leshians.

¥ Reprinted with permission from I nstitute
of Medicine, Leshian Health: Current
Assessment and Directions for the Future
(Institute of Medicine, 1999, pp. 64-65,
86-87)

Cancer Working Group Recommendations

1. Federally funded data systems should include sexual orienta-
tion measures. Specifically:

NHIS should use both sexual orientation questions and
sexual behavior questions for stratifying survey results.

NHANES should oversample leshians, as is currently done
for African Americans and Hispanics.

CDC’ s BRFSS should ask questions about sexual orienta-
tion and behavior as they relate to cancer risk factors and
utilization of screening.

CDC' s YRBS should add sexual orientation/behavior as an
analytical category.

2. Other ways of including sexual orientation in federally funded
studies should be explored. Specifically:

CDC’ s National Breast and Cervical Cancer Early Detec-
tion Program should fund a feasibility study to assess col-
lection of data regarding sexual orientation and behavior.
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Measures should be taken to determine the feasibility (e.g.,
by oversampling or by other methodology) of collecting
data on sexual minorities from the CDC cancer registry and
the NCI SEER registry.

3. Federal agencies should adopt policies that are inclusive of
sexual minorities. Specifically:

ORWH should develop a package describing measures
of sexual orientation/behavior. This material should be
distributed to all NCI and other cancer investigators per-
forming research on human subjects.

All SEER special studies should be required to measure
and report data stratified by sexual orientation/behavior.

Sexual minority status should be incorporated in the list of

“ gpecial populations” or “medically underserved’ persons
as defined by the Office of Special Populations Research at
NCI.

“NIH Guidelines for Inclusion of Women and Minorities as
Subjects in Clinical Research” should be amended to in-
clude sexual minority status.

Federal funding in clinical settings should be made contin-
gent on completion of cultural competence training. This
training should be modeled on the CDC-funded Mautner
project “ Removing the Barriers” for all personnel in contact
with patients.

4. Relevant agencies should issue a call for “ better than the best”
statistical methodology in studies utilizing Federal funding
mechanisms (e.g., RFPs, RO1 grants) addressing multiple so-
cial, biological, behavioral, and cancer risk factors stratified by
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5.

1-4

orientation/ behavior, degree of public disclosure, age of parity,
and gender role/ appearance/identity. Data should also track:

Nullparity

Obesity

Smoking

Alcohol consumption
Screening compliance

Stress

Social support

Diet

Environment

Occupational exposure
High-risk sex with men
Number of partners

Exercise

Medications

Family history/genetics

DES exposure

Oral contraceptive use history
Events related to stigmatization, such as violence, verbal
harassment, discrimination

Relevant agencies should issue a call for “ better than the best”
statistical methodology in federally funded studies to evaluate
predictors of screening utilization rates for mammograms, Pap
smears, fecal occult blood tests, sigmoidoscopy, and clinical
breast exams. These studies should be stratified by sexual ori-
entation/ behavior with special emphasis on:

Stressors regarding screening

Financial access to screening

Fear of provider

Anticipatory fear of homophobia

Distrust of medical institutions

Providers' information/cultural competence




Gender role/appearance/identity
Body self-concept emphasis

6. Funds should be made available for a special study that strati-
fies data in cancer registries by orientation/behavior based on
measures of time from diagnosis to treatment, and on stage,
type of treatment (including complementary), and other treat-
ment variables for breast, colon, cervical, lung, and ovarian
cancers.

7. Mechanisms should be created to improve training for educa-
tors, researchers, and students. Specifically:

In order to reduce barriers and improve access to health

care for sexual minority patients, agencies should fund pilot
studies on cultural competence training for students and
health care providers.

This meeting (Scientific Workshop on Leshian Health)
should be convened every two years to assess progress.

Relevant agencies should devise methods to cement im-
plementation of recommendations prior to administrative
turnover.

8. Healthy People 2010 should include sexual orientation/ behav-
ior. Specifically, Healthy People 2010 should contain:

Calculated death rates from cancers stratified by sexual mi-
nority status (cite “ DNC” where data not counted).

Measures of sexual orientation and behavior in data collec-
tion efforts relevant to cancer prevention, including Pap
smears, colorectal screening, and mammograms (objectives
3-11, 3-12, and 3-13).

1-5




Specific reference to lesbiar/bisexual women in the stated
goals of Healthy People 2010. Examples include Objective
27-1, reduce tobacco use by adults; Objective 27-2, reduce
tobacco use by adolescents; Objective 27-5, increase
smoking cessation attempts by adult smokers; and Objec-
tive 27-7, increase smoking cessation attempts by adoles-
cent smokers.

Participants

Chair

Kate O’ Hanlan, M.D.

Gynecologic Oncology, Surgery And Endoscopy
Portola Valley, CA

Mary Alpaugh, Ph.D.

Department of Pathology

University of California at Los Angeles, School of Medicine
Los Angeles, CA

Deborah Bowen, Ph.D.

Fred Hutchinson Cancer Research Center
Cancer Prevention Research Program
Seattle, WA

Kevin Brady, M.P.H.

Division of Cancer Prevention and Control
Centers for Disease Control and Prevention
Atlanta, GA

Stacey Hart, Ph.D.

Center for Leshian Health Research
University of California, San Francisco
Stanford, CA
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Susan Hester, M.P.A.
The Mary-Helen Mautner Project for Leshians with Cancer
Washington, DC

Mhel Kavanaugh-Lynch, M.D., M.P.H.
Office of the President

University of California

Oakland, CA

Anna Levy, M.S.

Senior Program Analyst for Women' s Health
NCI Office of Women' s Health

Office of Science Planning and A ssessment
National Cancer Institute

Bethesda, MD

Linda McGehee, Ph.D., R.N.
School of Nursing

Georgia State University
Atlanta, GA

Lorna Rodriguez-Rodriguez, M.D., Ph.D.
Director of Gynecologic Oncology
University of Rochester

Rochester, NY

Sabrina Sojourner

Director of Training for the Mautner Project
Sojourner and Associates

Washington, DC

Lisa Weissmann, M.D.

President, L eshian Health Fund

Vice-President, Gay and Leshian Medical Association
Watertown, MA
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2. Cardiovascular Disease and
Obesity Working Group

IOM Report: Key Points

“ There are no population-based data on cardiovascular dis-
ease among lesbians or on the factors that increase their
risk for cardiovascular disease. There is some evidence
that lesbians may have higher rates of smoking and higher
BMI, two risk factors for cardiovascular disease. On the
other hand, lesbians are less likely to use oral contracep-
tives, which may lower their risk for cardiovascular dis-
ease. Based on currently available data, the committee
concludes that it is not possible to determine whether leshi-
ans are indeed at higher risk for cardiovascular disease than
women in general.”

IOM Suggested Areas for Research

Population-based studies to determine incidence of cardiovas-

cular diseases among leshians

Prevalence of risk factors for cardiovascular diseases among

lesbians (including tobacco use, diet, overweight, hypertension,

diabetes, and cholesteral), as well as prevalence of physical
activity and hypertension and cholesterol screening

Dietary patterns of lesbians and prevalence of overweight and

eating disorders

Use of oral contraceptives and hormone replacement therapy
among lesbians




Prevalence of cigarette smoking among lesbians and patterns of
tobacco use

Studies of interventions that work for leshians

¥ Reprinted with permission from I nstitute
of Medicine, Leshian Health: Current
Assessiment and Directions for the Future
(Institute of Medicine, 1999, pp. 68, 85-

87)

Cardiovascular Disease and Obesity Working Group
Recommendations

1. Sexual orientation should be added as an analytical category to
federally funded research. Specifically:

Sexual orientation should be added to existing large-scale
studies, including the Framingham Heart Study, SWAN,
Black Women' s Health Survey, and the National Health
Interview Survey.

All new NIH applicants should be required to address sex-
ual orientation as part of the “ diversity rule.”

A standard “ significant other” question(s) should be dis-
tributed to federally funded primary investigators.

2. Relevant Federal agencies should take measures to advance
education and awareness within the research infrastructure.
Toward this end:

A program should be implemented wherein project officers
and members of the Center for Scientific Review are




trained under a system used by the Director’ s Office for
previous diversity rules.

OPRR should create educational materials for |RBs.

I nstitute-based workshops regarding scientific issues (e.g.,
new cardiovascular risk data) should held on a regular ba-
Sis.

The existing minority programs should provide supple-
mental training funds for leshian/gay/bisexual awareness.

Primary investigators should be trained in lesbiary gay/ bi-
sexual sample recruitment with particular emphasis on
community collaboration.

3. A broad study of leshian and bisexual women’' s health should
be funded and should use a probability or a multi-center small
area, cross-sectional research design (as opposed to the more
costly longitudinal study). Specifically, the survey should
evaluate:

Smoking

Body fat

Hip/waist ratio

Dual energy x-ray absorptiometry measures
Diet

Food frequency questions

Physical activity assessment

Glucose tolerance

Blood profile lipids

Other serum risk factors such as Homocysteine
Mental health indicators

Alcohol use

Use of complementary and alternative medicine




Socioeconomic status
Determinants of key risk factors

This study should solicit support from community groups.

4. Federal funding mechanisms should be created to conduct a
two-stage risk factor intervention trial:

Stage 1 will assess and tailor standard interventions based
on the following variables: a) attitudes toward focus groups
and past intervention experience; and b) the knowledge
base of women at risk for cardiovascular disease.

Stage 2 will develop community-based demonstration proj-
ects that take into account multiple risk factor interven-
tions.

5. Relevant Federal agencies should develop a comprehensive
leshian community education initiative regarding cardiovascu-
lar risk factor awareness, screening recommendations, and re-
lated issues. This education program should:

Target smoking cessation.

Broaden the health agenda based on a possible substudy
that explores how lesbians get health information, and who
they hold credible as health advisors.

Participants

Chair

Susan Johnson, M.D., M.S.

Associate Dean for Faculty Affairs
University of lowa College of Medicine
lowa City, I1A
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Director of Women' s Health
Fenway Community Health Center
Boston, MA

Julie Palmer, Sc.D.

Associate Professor of Epidemiology
Slone Epidemiology Unit

Boston University School of Public Health
Brookline, MA




Susan Roberts, D.N.Sc.
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Northeastern University
Lexington, MA
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Consultant
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Minneapolis Heart Institute
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University of Minnesota Medical School
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3. Health Promotion and
Intervention Working Group

IOM Report: Key Points

“As for lesbian health research in general, information is
limited on the prevalence of particular health risk factors
among lesbians. The Women' s Health Initiative (WHI)
provides one useful source of data for looking at differ-
ences between leshbian and heterosexual women in the study
in terms of certain health-related risk variables.

“Data from the WHI indicate significant differences in
cigarette smoking status depending on sexual orientation.
Approximately twice as many leshians were reported to be
heavy smokers compared to heterosexual women (6.8% of
lifetime lesbians and 7.4% of mature lesbians versus 3.5%
of heterosexual women).

“Body mass index (BMI), an indication of overweight, dif-
fered significantly between lifetime lesbians and heterosex-
ual women in the WHI, with a greater proportion of life-
time leshians having a BMI of more than 27 (52.3% of
lifetime leshians compared to 45.8% of heterosexual
women).

“In the WHI sample, leshians were much less likely to have
ever been pregnant than were heterosexual women. These
differences were particularly pronounced for lifetime leshi-
ans of whom 34.1% had previously been pregnant, com-
pared to 61.2% of the mature lesbians and 89.9% of the
heterosexual women.

“Not surprisingly, lifetime lesbians in the WHI sample
were least likely to report having used oral contraceptives
between the ages of 25 and 35 (only 16.7%). Approxi-




mately one-third of heterosexual women (32.0%) had used
oral contraceptives during this age period as had 42.4% of
mature leshians.

“ Alcohol use among leshians is described in more detail in
a later section of this report dealing with mental health and
substance abuse.

“ Finally, most studies of leshians indicate that their experi-
ences of childhood sexual abuse are about the same as
those of heterosexual women.”

IOM Suggested Areas for Research

32

Efficacy of current smoking and breast cancer prevention

projects
Etiology of substance use and abuse

Risk and protective factors across the life span

Involvement of leshians in leshian-centered community or-
ganizations and activities and their impact on lesbian health

How to encourage leshians in healthy behaviors and how to
bring them in for care

Interventions specifically geared to prevent health risk
behaviors and events among leshian adolescents (e.g.,
STDs, cigarette smoking, substance abuse)

¥ Reprinted with permission from Institute
of Medicine, Lesbian Health: Current
Assessment and Directions for the Future.
Copyright 1999 by the National Academy
of Sciences. Courtesy of the National
Academy Press, Washington, D.C., pp.
55,57-58, 85-87)




Health Promotion and Intervention Working Group
Recommendations

1. Sexual orientation should be added to all RFAs and RFPs tar-
geted for minority populations or women' s health funding.
Toward this end, agencies should:

Supplement this directive with diversity training toolkits
for government program staff as necessary.

Establish an Office of Lesbian and Gay Health. This office
will be responsible for 1) enforcing culturally-competent
guidelines; 2) ensuring that reviewers are aware of the
guidelines; and 3) designing appropriate research questions
concerning sexual orientation.

2. Research should evaluate a model leshian-focused smoking
cessation program, comparing it to a conventional smoking
cessation program.

3. A comparative analysis should be conducted of “ ask the nurse”
Internet chat rooms versus chat rooms designed specifically to
address the health concerns of leshian, gay, bisexual, and
transgender youth. Comparisons should include coverage of
the following topics: alcohol, drugs, teen pregnancy, smoking,
HIV, STDs, and sexual assault.

4. Agencies should develop and evaluate leshian health curricula
modeled on the Kaiser Program for medical schools, nursing
schools, and public health programs.

5. Health care provider sensitivity training modeled after the

Mautner Project and Rankow/ Rimer programs should be pro-
vided.
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6.

Interventions should be furnished to practicing health care pro-
viders; they should be modeled after the California State Breast
and Cervical Cancer Screening Program.

An evaluation should be performed of the effectiveness of
community-based lesbian organizations compared to well es-
tablished women’ s health or gay organizations (with a lesbian
liaison). The study should compare the effectiveness of the re-
spective programs in terms of recruiting lesbians, and espe-
cially lesbian women of color, for services such as alcohol
treatment and Pap smear screening.

Healthy People 2010 should include lesbian/ bisexual women.
Specifically, the Healthy People objectives should address the
following issues as they relate to leshian and bisexual women:

High school graduation rates

Homelessness

Use of breast cancer screening

Internet access to health care sites

Level of physical exercise

Health care providers' attitudes

Alcohol consumption and abuse over the course of the life
span
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4. HIV/AIDS and Sexually
Transmitted Diseases
Working Group

IOM Report: Key Points

“ Although it is well known that women can acquire STDs
from male sex partners, the risk of STD transmission be-
tween female partners is unclear. Guidelines for safe sex
for lesbians are lacking. Attempts to use national or local
surveillance data to estimate the risk of STD transmission
between women are limited by the fact that many risk clas-
sifications schemes have either excluded same-gender sex
among women or subsumed it under a hierarchy of other
behaviors viewed as higher risk. Moreover, few if any state
or local STD reporting systems routinely collect and ana-
lyze information on same-sex behavior among women.
Nonetheless, lesbians are often perceived to be at very
minimal risk for STD....

“The prevalence of HIV infection among women who have
sex with women (WSW) is unknown owing to the meth-
odological barriers in attaining representative samples of
these women and the lack of HIV research studies targeting
these populations. The few studies of WSW that assess
HIV seroprevalence provide differing estimates of HIV in-
fection rates, possibly attributable to the type of WSW
populations sampled. Most studies, however, suggest
higher HIV seroprevalence among WSW compared to ex-
clusively heterosexual women....

“HIV-related research on WSW, regardless of sexual ori-
entation, has been scarce yet notable for its unexpected
findings:

Higher HIV seroprevalence rates among women who
have sex with both women and men (i.e., behaviorally
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bisexual women) compared to their exclusively homo-
sexual or heterosexual counterparts;

High levels of risk for HIV infection through unpro-
tected sex with men and through injection drug use; and

Risk for HIV infection of unknown magnitude owing to

unprotected sex with women and artificial insemination
with unscreened semen.”

¥, Reprinted with permission from Institute
of Medicine, Leshian Health: Current
Assessment and Directions for the Future
(Institute of Medicine, 1999, pp. 71,
75-76, 86-87).

IOM Suggested Areas for Research

Mechanisms operating to increase HIV risk among in-
jection drug-using women who have sex with women

Research on the risk networks of injection drug-using
women who have sex with women

High-risk sexual and injection behaviors among women
who have sex with women

Risks of STDs (including HIV) transmission through
female-to-female sex

Measurements of sexual partnerships and sexual net-
works (including HIV status of male sex partners)

Prevalence of bacterial vaginosis among women who
have sex with women




Sexual histories of leshians, including history of sexual
contact with men

Prevalence of infections related to injection drug use,
such as hepatitis B andC

NOTE ABOUT TERMINOLOGY : In this chapter, the terminology mirrors that
of the IOM Leshian Health report in that we use “ women who have sex with
women” in the context of STDs. The purpose of this term is to include those
women who don’ t self-identify as lesbian or bisexual but who are potentially at
risk for female-to-female transmission of STDs.

HIV/AIDS and Sexually Transmitted Diseases Working
Group Recommendations

1. To supplement multi-city IDU cohorts, HIV research should
examine women who have sex with women and use injection
drugs. Toimprove the quality of the research, these studies should:

Oversample women who inject drugs and have sex with
women

Include supplemental questions

Provide assistance in interpreting results

2. Since the risk of female-to-female transmission of STDs is not
well known, Federal funding should be made available for
studies that quantify and characterize female-to-female sexual
risk of:

HIV, by expanding sites in the existing CDC study
Hepatitis B and C

Herpes virus

Syphilis

Bacterial Vaginosis

Gonorrhea
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Human papilloma virus (HPV)
Chlamydia
Other STDs

Because the CDC HIV/AIDS surveillance hierarchy may un-
derestimate female-to-female transmission and HIV infection
in women who have sex with women, a review and evaluation
of the CDC HIV/AIDS surveillance system should be con-
ducted. Specifically, this evaluation should:

Followup on reports with missing risk data
Analyze data from states and cities that have added sexual
orientation to their surveillance form

Since sexual identity and behavior questions are not included
on many large behavioral surveys, Federal programs should di-
rect funds to, and provide technical support for, adding sexual
identity and behavior questions to:

YRBS

SAMHSA'’ s National Household Survey of Drug Abuse
BRFSS

Other surveys

Appropriate agencies should fund targeted population studies
that are inclusive of all age and socio-demographic groups.
These studies should be designed to define when and how
women who have sex with women are at risk for STDs and
HIV.

Since HIV-positive women who have sex with women may
encounter unique barriers to prevention and care services, Fed-
eral programs should:

Use data from existing studies to identify patterns of utili-
zation and barriers to accessing prevention and care serv-
ices.




Include questions in new studies of HIV-positive women
that address prevention and care issues for women who

have sex with women.

Fund studies and interventions to address barriers unique to

women who have sex with women.

Fund studies to determine effectiveness of barrier methods
for preventing woman-to-woman transmission of HIV, and
to examine porosity and compliance/ behavior in utilizing

the barrier method.
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5. Life Span Development Working
Group

IOM Report: Key Points

“Very little information is available about specific devel-
opmental issues that might emerge in childhood for leshi-
ans. There is a larger although still limited research base
on homosexuality in adolescents. Little of this work, how-
ever, has focused exclusively on leshians. Further, system-
atic longitudinal studies of development and adjustments
are lacking. Finally, earlier research, particularly that
which focused on pathological behavior, may be of less
relevance to understanding the well-being of contemporary
lesbian adolescents given the contextual changes in society
that have acted to increase the visibility of homosexuality
and the availability of support systems for lesbian and gay
youth.

“Many of the developmental issues that adult leshians face
are the same as those faced by other women: entering the
workforce, finding a loving partner and developing a satis-
fying sexual life, deciding w hether to have children, being
a parent, negotiating the aging process with its attendant
declines in health and, for some, the death of a life partner.
Little information is available, however, about how leshi-
ans face these challenges through adulthood or about the
unique challenges they may face. For example, there is a
dearth of research on the practice and meaning of sexuality
for leshians throughout their life course. There is evidence
that most leshians have been heterosexually active, and this
complicates retrospective and prospective analyses.

“ Deciding whether or not to have children is an important
and sometimes difficult issue for all women whether les-
bian or heterosexual. In addition to all the usual parenting
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issues, leshian parents must cope with the very real fear
that they will lose their children in custody battles and other
legal situations. Nonetheless, leshians are increasingly
choosing to become parents, often through donor insemi-
nation, but also through adoption and foster care.”

IOM Suggested Areas for Research

Process of coming out and what constitutes a psychologi-
cally healthy coming out

Factors that help/hinder development of healthy self-esteem
in leshian adolescents

Development of lesbian sexual identity

Specific physical and mental health concerns of leshians as
they age, from childhood to old age

Childbearing patterns of leshians
Development of sexual orientation

Lesbian motherhood, including studies of children born
into or adopted by leshian-parented families

¥ Reprinted with permission from I nstitute
of Medicine, Leshian Health: Current
Assessiment and Directions for the Future
(Institute of Medicine, 1999, pp. 50,
52-53, 85-86).




Life Span Development Working Group
Recommendations

1. Definitions of leshian sexual orientation should reflect the les-
bian experience in terms of identity, attraction, behavior, and
affiliation.

NCHS, through its Cognitive Lab, should develop valid and
reliable measures of sexual orientation across the life span.

ORWH should issue an RFA, in collaboration with other
institutes (e.g., NICHD and NIMH), to fund in-depth
qualitative studies of sexual orientation development in di-
verse groups of lesbians (for example, in terms of race, eth-
nicity, class, and geographic area) across the life span.
These studies should explore variations over time and
across the life span, taking into consideration cultural and
ethnic diversity, as well as proven techniques developed in
other clinical and research areas.

2. Federal funding should be provided for studies (an RFA for
longitudinal studies and a PA for qualitative studies) to exam-
ine the physical and mental health and life course effects of
gender atypicality in childhood and adolescence across the life
span (e.g., violence and suicide).

3. NICHD and NIMH should develop PAs for longitudinal stud-
ies of leshian child-rearing, including decision-making, in-
semination, conception, birth, pre-school, and adulthood.

4, NICHD and NIMH should fund qualitative studies of leshian
family definition and structure, with sensitivity to multicultural
iSsues.

5. Funding should be provided for longitudinal studies of leshians
over the age of 50, focusing on issues of mental health, physi-
cal health, insurance, workplace, retirement, access to care,
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6.

housing (including nursing homes), discrimination, and social
support systems.

NIMH and NIA should fund qualitative studies to explore
and define the concept of successful aging in lesbians.

Questions on sexual orientation should be added to existing
longitudinal studies of aging (e.g., the Baltimore study).

The National Institute of Nursing Research should provide
funding for research on leshian caregiving.

AHRQ should fund a study on access to health insurance,
health care, and health outcomes for lesbians.

Sexual orientation should be included on the National
Medical Expenditure Survey.

Support should be given for a conference on health and
mental health research related to leshian aging.

Information on sexual orientation should be included in
disease registries and on death certificates.

Federal funding should be provided (RFAs, PAs by NIMH) to
conduct in-depth studies on identity development and man-
agement across the life course. Researchers should focus on all
aspects of identity development and management, including
multiple stigmatized identities (e.g., in terms of sexual
orientation, race, ethnicity, disability, and socioeconomic
status).

DHHS should fund a clearinghouse to provide technical assis-
tance on lesbian health research design, including access to ar-
chive datasets and shared information on lesbian health re-
search. Furthermore, DHHS should:




Provide training on lesbian health issues to the CSR study
sections.

Conduct seminars for grant applicants through CSR in or-
der to encourage submissions and provide guidance on pre-
paring research proposals on leshian health issues. These
efforts should be in conjunction with large professional
meetings (e.g., APHA and APA) in different regions of the
country.

8. Funding should be provided for an RFA or PA to: 1) examine
the physical and mental health impact of anti-gay violence and
family-related violence across the life span (e.g., schools to
nursing homes) through NIMH, NIDA, and NIAAA; and
2) evaluate the amount of resources for victims of gay family-
related violence. Specifically:

NCV S and NSFV should include a question on sexual ori-
entation.

NIA and NICHD should fund studies (RFA or PA) on dis-

crimination and anti-gay violence toward older lesbians and
adolescents.

NIMH should fund a workshop for researchers on the role
of stigmatization and anti-gay violence on health and men-
tal health.
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6. Mental Health and Substance

Abuse Working Group

IOM Report: Key Points

“Very little is known about the prevalence and incidence of
depression, anxiety disorders, psychotic disorders, disso-
ciative disorders, and personality disorders in lesbians. In
general, studies have not found differences in the psycho-
logical adjustment of nonclinical samples of lesbhians and
other women. Although there is, in general, no reason to
expect that most major mental illnesses occur more or less
often in lesbians than in heterosexual women, except per-
haps owing to the experience of discrimination, not enough
information is available to draw definitive conclusions.

“Data on the use of alcohol among leshians are not avail-
able from population-based samples or large-scale epide-
miological studies focusing on alcohol use, although this
area has received some research attention. Nonetheless, re-
views of leshian health research consistently include alco-
hol abuse as a problem for which leshians appear to be at
greater risk than heterosexual women, and alcohol abuse
has been widely viewed as a prevalent and serious problem
among lesbians.

“Data across a wide range of non-probability small-sample
studies suggest that about 30% of lesbians may have alco-
hol problems. However, this estimate may be inflated since
these studies have generally had a number of methodologi-
cal problems, including the fact that subjects have often
been recruited using convenience sampling from settings in
which alcohol consumption is likely to occur (e.g., bars).
Further, it has been suggested that contemporary patterns of
alcohol use among leshians may be lower because bars
have become a less important component of the lesbian cul-
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ture as other options for social gathering have become in-
creasingly available.”

IOM Suggested Areas for Research

6-2

Prevalence of mental disorders among lesbians, including
major depression

Relationships between leshians and their family members
and their influences on mental health

Impact of multiple minority statuses on the formation of
lesbian identity and on mental health

Normative mental health for lesbians acraoss the life span

Relationship between suicide and sexual orientation, par-
ticularly during adolescence

Utilization of mental health services

Impact of violence and other hate crimes on the lives of
lesbians

Effectiveness of various therapeutic approaches with leshi-
ans

Associations between childhood sexual abuse and sub-
stance abuse, including alcohol abuse

Etiology of substance use and abuse (including alcohol)
among lesbians




Prevalence of heavy drug use and injection drug use among
lesbians

¥ Reprinted with permission from I nstitute
of Medicine: Leshian Health: Current
Assessiment and Directions for the Future
(Institute of Medicine, 1999, pp. 69,
79-80, 88-87).

Mental Health and Substance Abuse Working Group
Recommendations

1. Federal agencies funding research and administering health
programs should make a sustained effort to clearly communi-
cate that concerns relevant to lesbian health are within the
mainstream of science and public health efforts and thus within
the primary mission of these agencies. In order to facilitate the
acceptance of lesbian health research into the mainstream, Fed-
eral agencies should:

Issue RFAs and PAs on leshian MH/SA research.

Include reference to leshian MH/SA research in other rele-
vant RFAs/PAs and in the descriptions of standing funding
programs.

Include coverage of lesbian MH/SA research in all relevant
NIH workshops and conferences.

Sponsor conferences and publications on cross-cutting is-
sues, bringing together a variety of scientific and policy
perspectives.

Designate particular program officials within each relevant
agency component as responsible for promoting lesbian
MH/SA research.
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Given that the emerging science in lesbian MH/SA has docu-
mented higher than expected rates of functional and dysfunc-
tional substance use and possibly greater prevalence of some
mental disorders, an integrated approach to comorbidity issues
in this population should be taken. Furthermore, in recognition
of the scientifically known concurrence of MH/SA disorders
and physical illness, this approach should include the develop-
ment of integrated models for leshian health research and
service delivery.

Given that scientific evidence consistently documents both dif-
ferential patterns of mental and physical health care utilization
and the problems faced by leshians in accessing culturally
competent care, funding should be provided for research spe-
cifically focused on outcome issues in this population. In this
regard, both prevention and treatment approaches to ameliorate
the negative effects of bias and multiple stigmas are needed,
including research on issues related to efficacy and effective-
ness of interventions at multiple levels, including the individ-
ual, workplace, school, and community settings.

Support should be provided for research on those positive fac-
tors in individuals and communities that will enhance our un-
derstanding of how to improve leshians' health and mental
health status. To that end, support is needed for multiple re-
search strategies that include both qualitative and quantitative
methodologies at the individual and community levels.

In recognition of the diversity of the lesbian population on
multiple dimensions (including identity, age, ethnic/ racial
background, and social class), and to enhance the representa-
tives and cultural competence of lesbian mental health and sub-
stance abuse research, guidelines should be developed for initi-
ating and maintaining mutually beneficial collaborations be-
tween researchers and communities (both individuals and or-
ganizations).




6. Given the currently small pool of skilled researchers in the area

of leshian MH/SA, NIH and other relevant Federal agencies
should solicit grant proposals for training and early career de-

velopment, particularly in the areas of:

Multi-institutional research and training consortia (on the
model of the successful NIMH family research consortia)

Conferences and short-term training programs on targeted

research areas with high potential for progress

Mentored and independent career development awards
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7. Research Career Development
Working Group

IOM Report: Key Points

“ For numerous reasons, researchers in academic and other
settings (e.g., independent research institutes, clinical re-
search centers, community research organizations) have
been reluctant to initiate research on lesbian health. Many
of the historical barriers continue to affect what research is
done, how it is perceived, what kinds of resources are made
available, and the personal and professional impact on
those who conduct lesbian research.

“ The committee identified several factors that have acted to
inhibit the conduct of research on leshians. As has aready
been noted, some of the reluctance to conduct research in
this area arises because of the difficult methodological
challenges that researchers face in designing and imple-
menting sound studies of lesbians (e.g., because lesbians
have been a hidden population, finding a diverse and repre-
sentative sample can be extremely difficult). There are
numerous other barriers, including the potential negative
effects on academic careers of working with a stigmatized
population, the lack of mentors for conducing research in
this area, and the lack of funding.”

IOM Suggested Areas for Research
Need for training
Faculty support at the assistant, associate, and professor levels

How to increase the number of lesbian Pls and co-Pls on grants
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Working with heterosexual researchers and Pls
How to get lesbian women through the “ double glass ceiling”

How to obtain funding to design and fund programs for lesbian
health research

Develop ways to support lesbian health researchers in obtain-
ing and utilizing already established lesbian health funding

Career patterns and workplace experiences

¥ Reprinted with permission from Institute
of Medicine: Lesbian Health: Current
Assessiment and Directions for the Future
(Institute of Medicine, 1999, pp. 85,
135-144).

Research Career Development Working Group
Recommendations

1. A Leshian Health Research Consortium should be developed.

Specifically:

The RFA for the consortium should include clinical,
community, and research organizations. The consortia
should: a) develop a mechanism to increase available study
populations, give studies more statistical significance and
scientific “ validity,” and provide for community grounding;
b) create measures to increase participation of lesbians in
clinical trials; and c) develop policy.

An annual lesbian health research conference should sup-
plement the national lesbian health research consortium.




2. Measures should be adopted to improve institutional account-
ability. Specifically:

OWH should issue an annual report on leshian health.

A specific staff person at OWH should be dedicated to les-
bian health.

DHHS should implement a systemwide inclusion of lesbian
health research in Healthy People 2010 (see Objective
23-4).

Leshian health and research should be included in the pro-
grams of professional health organizations and academic
accrediting organizations (e.g., Liaison Committee on
Medical Education, National Library of Medicine, Ameri-
can Association of Critical Care Nurses, and Council on
Education for Public Schools).

ORWH should conduct and evaluate training for scientific
review administrators and Institute Center (1C) staff to raise
awareness of the IOM report findings.

3. An RFA for a leshian health research Web site should be is-
sued. The site should enhance the research environment, and
should include:

Bibliographies

List of researchers and mentors in lesbian health
List of qualified reviewers

Technical assistance in grant writing
Information on funding sources

List of existing/available databases

Descriptions of research-in-progress

List of training opportunities




4. Measures should be taken to promote an agency-wide increase

5.
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and improvement in information-gathering resources. Specifi-
cally, this agency-wide effort should:

Use existing databases that include information on sexual
orientation/behavior (e.g., NHANES, NHIS).

Expand all federally funded large population-based surveys
to include dimensions of sexual orientation.

Collaborate with other investigators to encourage the inclu-
sion of questions about sexual orientation.

Provide supplemental funding for special studies (e.g.,
SEER).

Fund a longitudinal lesbian health cohort study.

Conduct a 20 year observational study modeled on the
Framingham Heart Study to evaluate the prevalence/ inci-
dence of health risks and health outcomes.

Develop a valid definition of “ leshian.”

Ensure that participants are ethnically, racially, and eco-
nomically diverse.

Improvements should be made in the recruitment and retention
of faculty. Specifically, there should be mechanisms to:

Train deans and department heads in lesbian cultural com-
petency.

Encourage visiting professorships.

Establish leshian health research fellowships.




Add leshian health research as a priority area in women’ s
health training grants (e.g., Building Interdisciplinary Re-
search Careers in Women' s Health).
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8. Research Methodology Working
Group

IOM Report: Key Points

“ Conducting research on leshian health presents numerous
challenges because leshians represent a subgroup of women
for which standard definitions of the population are lacking
and leshians are not readily identifiable. These challenges
are further compounded because many in the lesbian com-
munity distrust research and researchers and there has been
little funding support for conducting research on lesbian
health topics. It is not surprising then, that methodologi-
cally rigorous large-scale studies are lacking in this area.
Furthermore, a number of methodological challenges for
comparing findings across studies are consistently found in
lesbian health research.

“ Studies have not been consistent in how they define a les-
bian sexual orientation, with some focusing on sexual be-
havior and others focusing on identity or desire. Also,
“ studies of leshian health have lacked standard measures of
sexual orientation including its three components%s behav-
ior, identity, and attraction or desire¥s which makes com-
parisons among studies difficult. Most lesbian health
studies have relied on non-probability samples. However,
few studies have allowed direct comparisons between les-
bians and other subgroups of women by using the same
sampling strategies to identify subjects across sexual ori-
entations and including measures of sexual orientation.
Most existing studies portray cross sections of experience
at one point in time, rather than development over time.”




IOM Suggested Areas for Research

Need or lack of need for definitions of leshian, leshian behav-
ior, and woman-woman sexual/ affective behavior

Need for and usefulness of measures for definition and exami-
nation of lesbians in varying contexts and research environ-
ments

Cognitive research needed to determine proper questions for
use with leshbians i.e. highly closeted lesbians who are difficult
to reach for study, including cognitive laboratory testing,
audio-CASl, and other techniques

Confidentiality issues
Study design issues
Measurement of sexual partnerships and sexual network

¥ Reprinted with permission from Institute
of Medicine, Lesbian Health: Current
Assessirent and Directions for the Future
(Institute of Medicine, 1999, pp. 97-130).

Research Methodology Working Group
Recommendations

1. Where scientifically appropriate, sexual orientation should be
measured in all federally funded studies, and lesbians should be
included in all federally funded studies of women. All DHHS
agencies and institutes will receive these recommendations and
develop a plan to be implemented beginning FY 2002. DHHS
includes NIH, HRSA, SAMHSA, and CDC (including NCHYS).
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2. Methods for measuring sexual orientation should be improved.
Toward this end, researchers and relevant Federal agencies
should:

Conduct cognitive tests to identify and develop “best
practice” methods (for question wording and modality) for
collecting data on sexual orientation/ identity, attraction/ de-
sire, partner gender, and reference periods. Priority survey
techniques should include in-home paper self-administered
guestionnaires with an interviewer, audio-CASlI, telephone
CASI, and individual mail surveys. Other techniques
should include household mail surveys;, CATI (random-
digit dial, listed); CAPI or paper interview; and Web-based
surveys.

Evaluate the advantages and disadvantages of each method
and technique based on age, education, geography, socio-
economic status, race and ethnicity, and “ outness’ as part
of the cognitive testing.

Conduct a randomized trial of these survey techniques to
compare their validity and reliability, including response/
participation rates.

3. Federal funding should be provided for a wide range of
qualitative and quantitative studies that include a number of
designs shown in Table 1 and Table 2 (pp. 87 and 8-8).
Survey designs should address:

How to design the best cohort. For example, survey de-
signs should explore ways to identify sufficient numbers of
lesbians and sufficient numbers of subgroups of particular
interest (e.g., based on race/ethnicity, age, and nonurban lo-

cation).

The inclusion of sexual orientation in Federal surveys,
including survey-specific implementation and language
recommendations
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Measures to strengthen statistical analysis in 3-generation
studies

Analysis of existing datasets (including cross-sectional
surveys)

Inclusion of hard-to-reach populations in each study design

4. Special methodological studies should be conducted to assess
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appropriate research designs for studies of leshian and bisexual
women. Specifically, relevant Federal agencies should:

Convene a workshop to explore changes in methods and
study designs that will enhance lesbian health research.

Conduct a feasibility study of the inclusion of appropriate
sexual orientation measures (after testing through cognitive
studies) in Federally funded health surveys. Include
attention to operations issues, such as reducing the frag-
mentation of Federal efforts, and maximizing interagency
resources and capacity.

Fund secondary analysis of existing datasets, including
cross-sectional surveys with probability and nonprobability
samples.

Fund exploratory research on sampling low-prevalence
populations with specific attention to methods for identi-
fying groups such as rural leshbians and highly closeted les-
bians.

Fund an exploratory study to identify ways to recruit a co-
hort that secures sufficient numbers of lesbians and sub-
groups of interest (e.g., race/ ethnicity, age, and nonurban
residence).

Fund a subsequent cohort study on lesbian health, including
a heterosexual comparison group.




Fund research that explores new statistical analysis meth-
ods for 3-generation studies.

5. In view of the sensitive nature of the population, all research
should give special consideration to the issues of confidential-
ity and privacy. Specifically:

The standard procedures for confidentiality and privacy
may not provide the protection needed for lesbians, both
because leshians are a small population and because they
have a history of discrimination.

OPRR needs to examine and review current procedures and
recommendations in order to ensure that research on
leshians is appropriately protected and enhanced. Results
should be broadly disseminated by NIH scientific work-
shops and changes should be implemented by FY 2002.

Practices that should be considered to ensure confidentiality in-
clude handling of data, informed consent, data storage,
follow-up procedures, and data collection methods.

Participants

Chair

Judy Bradford, Ph.D.

Virginia Commonwealth University

L eshian Health Research I nstitute Columbia University
Richmond, VA

Kay Anderson, Ph.D.

Office of Research on Women' s Health
National I nstitutes of Health

Bethesda, MD
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Donna Brogan, Ph.D.
Department of Biostatistics
Rollins School of Public Health
Emory University

Atlanta, GA

Brad Edwards

American Statistical Association
Westat

Rockville, MD

Anke Ehrhardt, Ph.D.

HIV Center for Clinical and Behavioral Studies
New Y ork State Psychiatric Institute

New York, NY

Vickie Mays, Ph.D.

Department of Psychology

University of California at Los Angeles
Los Angeles, CA

Esther Rothblum, Ph.D.

I nstitute for Research on Women and Gender
Stanford University

Stanford, CA

Stephanie Sanders, Ph.D.
The Kinsey Institute
Indiana University
Bloomington, IN

Catherine Simile, Ph.D.
National Center for Health Statistics
Hyattsville, MD

Donna Spiegelman, Sc.D.

Department of Epidemiology and Biostatistics
Harvard School of Public Health

Boston, MA

Frank Vitrano, M.S.

Planning, Research, and Evaluation Division
U.S. Bureau of the Census

Baltimore, MD
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TABLE 1: QUANTITATIVE RESEARCH METHODS

Study Design

Suitable
Areas/Topics

Methodological
Issues

Value-Added

Cohort studies

Risks/incidence of
heart disease,
breast cancer,
lung cancer, de-
pression, obesity,
diabetes in les-
bians as compared
to heterosexual
women within the
same cohort

Also life change/
development is-
sues

Selection method
Sample size
Comparisons: sis-
ters, friends, or
heterosexuals
recruited using the
same sampling
strategy as lesbi-
ans

New cohort can be
built or existing
cohortcanbe
studied, pros for
both.

Most valuable
method for dis-
cussing differential
effects of and re-
sistance to dis-
ease between
lesbians and het-
erosexuals

Longitudinal

To study change in
effects in health
status over time in
relation to health
behaviors; can ex-
amine life events
within the lesbian
community (e.g.,
coming out, going
in, marriage, di-
vorce, break up
with partner, death
of partner)

Pro: Smaller sam-
ple than cohort
study; can be only
lesbians

Con: Loss to fol-
lowup challenge

If heterosexuals,
ensure that they
are comparable to
lesbians

Good for studying
life-change issues

Case control

Same as prospec-
tive cohort

Pro: Cheap and
fast

Con: Recall bias;
bad for rare expo-
sure’ (suchas les-
bianism)

Some problems
solved by a variant
designwhichre-
quires nonstan-
dard statistical
analysis

Consensus: As
defined by the epi-
demiologic com-
munity, it is not
appropriate for
these research
questions

3-Generation

Useful in looking at
family and devel-
opmental issues.
Pro: Very useful
for ethnic minority
communities

Con: statistics
problems

Researchers are
struggling with
analysis chal-
lenges

Might be very
useful in the fu-
ture, after the
methodology is
strengthened
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Study Design

Suitable
Areas/Topics
_

Methodological
Issues

Value-Added

Randomized pre-
vention/interven-
tion

Studying the effec-
tiveness of cul-
turally appropriate
interventions in
studying risk fac-
tors

Pro: Efficacy can
be definitively es-
tablished

Con: Intervention
may be less effec-
tive in practice

Loss to followup,
ensuring and
measuring compli-
ance, developing
potentially suc-
cessful lesbian-
specific interven-
tions

I
The only way to
develop and test
interventions

Cross-sectional

2 major types:
probability and
nonprobability
Nonprobability de-

signs
Pro: Good for

measurement of
sexual partner-
ships and net-
works, good for
exploratory issues.
Community stud-
ies, cultural issues.
Con: Limited gen-
eralizability

Pro: generalizable
Con: expensive

Nonprobability

Nonprobability

Building a sophisti-
cated sampling
strategy
Probability
Challengesin
getting disclo-
sure/question
design

Canbuild a large
number of partici-
pants, inexpensive

TABLE 2: QUALITATIVE RESEARCH METHODS

Study Design

Suitable Areas/Topics

Ethnographic

Coming out process, human sexuality issues

Focus Groups

Pretesting, variable development, language
development, propensity to respond

Series

Case Analysis or Case

Explore rare or underreported events (e.g.,
hate crimes)
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9. Resiliency/Health Effects of
Homophobia Working Group

IOM Report: Key Points

“There is little information about the social norms of leshi-
ans communities and how these norms might have an im-
pact on health risk. Likewise, little information is available
about the risk or protective effects of leshian relationships.
One factor hypothesized to play an important role in les-
bian health is stress.

“Leshians, similar to other stigmatized individuals, likely
experience stress related to the difficulties of living in a
homophobic society. Stress may result from the burden of
keeping one’ s leshian identity secret from family or co-
workers, being excluded by physicians from making health
care decisions for a gravely ill lesbian partner or, among
many other factors, being the target of violence or other
hate crimes. Hostility and isolation are very potent forms
of stress that contribute to allostatic load by leading to ele-
vated levels of the stress hormones. Although the precise
health effects of stress on leshbians have not yet been ex-
amined systematically, some hypotheses can be made about
their possible health risk based on information about both
the stress effects of discrimination on other groups and the
stress effects of socioeconomic status. It can be hypothe-
sized that lesbians who experience such forms of psychoso-
cial stress sustain negative effects similar to those of other
groups that experience discrimination.

“It can also be hypothesized that stress effects may be
greatest for leshians who are subject to multiple forms of
discriminations, for example, lesbians who are also mem-
bers of racial or ethnic minority groups. In addition to ex-
periencing racism encountered by members of racial and




ethnic minority groups in general, minority lesbians can
also encounter racism in the lesbian community. Racism
may thus compound the negative effects that homophobia
potentially has on health. The combination of homophobia,
racism, and sex-based discrimination has been referred to
as being in triple jeopardy.

“A variety of factors can act to protect individuals from
negative outcomes, including a close relationship with a re-
sponsive and accepting parent, attachment to external sup-
port systems such as schools or churches, and having well-
developed social support systems. Although research is
quite limited, some factors have been suggested to be pro-
tective of leshian health. One of the suggested protective
factors is involvement in the lesbian community. Although
midlife lesbians responding to the NLHCS reported high
levels of stress, most reported that they relied on the lesbian
community and on leshian and gay male friends for support
and socialization and reported overall satisfaction with their
lives.”

IOM Suggested Areas for Research

9-2

Impact of homophobia, prejudice, and discrimination on physical/
mental health relative to expressed, inherent, or internalized
homophobia

Protective factors across the life span—coping and
resiliency factors

Reduction of homophobia in research and researchers in
this area

Stress effects of various aspects of homophobia and their
influence on health




L esbian social support networks

Sources of stress for leshians and the impact of stress on
their physical and mental health

¥ Reprinted with permission from I nstitute
of Medicine, Lesbian Health: Current
Assessment and Directions for the Future
(Institute of Medicine, 1999, pp. 59-61,
63,85-86,135-140).

Resiliency/Health Effects of Homophobia Working
Group Recommendations

1. A broad conceptual framework should be developed. This
framework will inform and instruct all research.

2. A life-span framework should be developed. Specifically,
relevant Federal agencies should:

Develop a cultural framework that includes ethnicity, race,
and socioeconomic status.

Establish flexible ways to identify leshians (e.g., identity,
behavior, orientation, and desire).

3. Funding should be granted to increase knowledge of health risk
and protective factors. Specifically, funding should support:

Studies of the effects of homophobia, heterosexism, sexual
prejudice, and related issues on lesbian physical and mental
health.

Studies of the effect of disclosure (coming out or not) on
the physical and mental health of leshians, particularly dis-
closure to health care providers. Studies could include, but
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are not limited to, those modeled on Landrine and
Klonoff’ s study of how sexism affects women’ s health.

Studies of physiological markers of stress.
Research on the causes of homophaobia.

Research on the impact of discriminatory public policy and
legislation on leshians’ physical and mental health (e.g.,
impact of military policy on lesbian service members and
impact of the Defense of Marriage Act).

Studies of the effect of the direct and indirect violence on
lesbian, bisexual, and transgender individuals' physical and
mental health.

4. Measures should be taken to decrease homophobia on the part
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of research and researchers in order to improve data gathering
methodologies.

Measures should be taken to overcome barriers to obtaining
accurate data and representative sampling. Specifically, rele-
vant Federal agencies should:

Require that material on sexual orientation issues be in-
cluded in training programs.

Create linkages between researchers and people in the
communities that are being studied.

There should be a concerted effort to improve access to health
care services, and to understand the effects of various aspects
of homophobia and their influence on physical and mental
health. Toward that end, relevant Federal agencies should:

Conduct research on management of sexual identity
throughout the life span.




Conduct research to determine the relationship between so-
cietal and/or internalized homophobia and how women
who have sex with women identify their sexual orientation
and behavior.

Determine the health consequences associated with how
women label their sexual orientation and behavior.

Conduct research on the utilization of family and social
support networks.

Determine the health consequences of being out or clos-
eted. Specifically, we recommend a research agenda that:
a) determines the effects of coming out or not at different
developmental stages; b) provides a situational analysis of
when coming out is protective; and c) assesses the bene-
fittharm of “don’ t ask, don't tell” as a personal coping

strategy.

Develop and support mechanisms for government, founda-
tions, health professional associations, and academia to dis-
seminate information on lesbian health to health care pro-
viders, researchers, and the public.

Organize research conferences on critical issues such as: a)
the health effects of homophobia on older leshians, and b)
the health effects of violence on adolescent leshians, bi-
sexuals, transgender individuals, and youth questioning
their sexuality.

7. Researchers should take measures to increase the knowledge of
health risks and protective factors. Specifically, researchers
should:

Conduct studies on the structure and function of family life
among leshians, including research on family of origin,
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8.

10.
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families of choice, family formation, and development of
family over time. Research topics might include: a) the re-
lationship between families’ responses to sexual orientation
and future psychological resilience or vulnerability; and
b) research on the construction of kinship relations, in-
cluding those with past partners.

Conduct comparative studies in lesbian relationships and
heterosexual relationships.

Determine the relationship of family%4 broadly defined (for
example the multitude of family structures that are created
in the lesbian community)% in terms of coping and resil-
iency versus risk throughout the life span. Examine how
the family serves as a protective factor and as a source of
stress across the life span.

Sexual orientation issues should be a required part of the cur-
ricula in all federally funded training programs for physical and
mental health care providers.

Palicies/mechanisms should be adopted to increase knowledge
of health risks and protective factors, particularly in regard to
the impact on physical/ mental health of homophobia, preju-
dice, and discrimination relative to expressed inherent or inter-
nalized homophobia. Toward this end, we suggest training for
teachers, school counselors and school personnel in junior high
schools and high schools in sexual orientation issues and the
special vulnerabilities of adolescent lesbian, bisexual, and
transgender individuals.

Strategies should be developed to train providers to improve
access to health care services. Specifically, researchers should:

Conduct assessment of existing interventions (e.g., cur-
riculum development and sensitivity training) to evaluate
their effectiveness.




Conduct high quality evaluation research on methods de-
signed to decrease homophobia. Methods might include
video, sensitivity training, curricula, and intervention stud-

IES.

11. In order to understand the effects of health provider homopho-
bia and its influence on leshian health, researchers should con-
duct more studies on attitudes toward lesbian clients and con-
sumers among a broad range of physical and mental health

providers.

Participants

Chair

Beverly Greene, Ph.D., A.B.P.P.
Department of Psychology

. John' s University

Brooklyn, NY

Byllye Avery, M.Ed.
National Black Women' s Health Project
New York, NY

Patricia Dunn, M.SW., J.D.
Gay and Leshian Medical Association
San Francisco, CA

Oliva Espin, Ph.D.

Department of Women' s Studies
San Diego State University

San Diego, CA

Y vonne Owens Ferguson, M.P.H.

Office on Women' s Health

Department of Health and Human Services
Washington, DC
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Tamar Gershon, M.D.

Department of Psychiatry

Stanford University Medical Center
San Francisco, CA

Marsha Martin, D.S.W.

Office of the Secretary

Department of Health and Human Services
Washington, DC

Kim 1. Mills, B.A., M.A.

Human Rights Campaign
Washington, DC

Dee Maosbacher, M.D., Ph.D.
Psychiatric Consultant
President of Woman Vision
San Francisco, CA

Charollete Patterson, Ph.D.
Department of Psychology
University of Virginia
Charlottesville, VA

Urvashi Vaid, Esquire

National Gay and Lesbian Task Force
New York, NY
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10. Service Delivery and Access to
Services Working Group

IOM Report: Key Points

“ Lesbhian health and risks to health can be examined in the
context of the health care system. In other words, there are
aspects of the health care system that act to reduce lesbian’ s
access to services, thereby possibly increasing their risk of
health problems.

“ Structural barriers that affect health care for leshians in-
cluded potential barriers presented by managed care sys-
tems and the fact that lesbians relationships are often not
afforded the same legal standing as heterosexual marriages.

“ Although domestic partner benefits are now increasingly
available through some employers, most lesbians still do
not have the option of coverage under their partner’ s health
insurance plan.

“Hospitals and health care providers do not always give the
partner of a lesbian patient, or the co-parent of a leshian’ s
child, the same rights to visit and to access information as
is provided to a heterosexual spouse.

“ Since insurance coverage is the primary gateway to health
care in this country, leshians are at a distinct disadvantage
relative to married heterosexual women because of the
common prohibition against spousal benefits for unmarried
partners. “ Personal and cultural barriers that affect access
to care for lesbians include the lack of cultural competency
among health care providers, the fear of comng out to pro-
viders, and the lack of leshian focus in preventive and other
health care.”
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IOM Suggested Areas for Research
Leshians' patterns of use of health care services

Models of care that act to remove barriers of access to care for
lesbians

Impact of managed care on quality of care for lesbians
What constitutes a basic standard of care for lesbian health

Whether cultural competency training of providers on the
needs of leshians will increase sensitive delivery of health
care for lesbians

Access to health insurance for leshians

Need for prevention and treatment intervention models targeted
specifically toward lesbians

Barriers to care for leshians, including adolescent leshians

Extent to which treatment facilities for alcohol and drug
problems provide adequate care for lesbian clients

¥ Reprinted with permission from I nstitute
of Medicine, Leshian Health: Current
Assessment and Directions for the Future
(Institute of Medicine, 1999, pp. 37,
40-42, 86-87).
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Service Delivery and Access to Services Working Group
Recommendations

1

2.

In order to improve cultural competence, the Federal govern-
ment%z in partnership with professional organizations and other
agencies already concerned with cultural competency in health
care¥s should fund the expansion and evaluation of the efficacy
of the Mautner Project “ Removing the Barriers” and similar

programs. Specifically:

Within these partnerships, steps should be taken to develop,
test, and implement components and models for fostering
culturally competent systems of care through mechanisms
such as demonstration projects, RFPs, and funding priori-
ties.

Health care accrediting bodies such as the Joint Commis-
sion on Accreditation of Healthcare Organizations and the
National Committee on Quality Assurance should require
that delivery systems demonstrate cultural competence in
sexual orientation, gender, ethnicity, race, class, age, na-
tional origin and disability in training of personnel, poli-
cies, accessibility, and hiring.

Professional licensure bodies should require the demon-
stration of cultural competence as a criterion for entry. A
minimum of 10% of items on entrance exams will test cul-
tural competence.

Measures should be taken to remove the barriers imposed by
heterosexual bias. Whereas there should be ongoing efforts to
educate and sensitize as many providers and health care insti-
tutions as is possible through traditional, continuing education
and innovative methods, access to safe and competent care,
based on appropriate research, is of immediate concern. Ef-
forts to define * lesbian” and to measure risks and problems in
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health care delivery will require methodological inquiry and
long-term studies.

A potentially more direct means of establishing what lesbi-
ans should have as a basic standard of relevant and cultur-
ally competent care might begin with the elimination of
heterosexual bias in research, provider education, and
health programming.

To this end, all Federal level funding mechanisms for re-
search, training, and health service projects should be
screened for heterosexual bias. This means that in addition
to the usual review for efficacy, significance, and quality,
grant proposals will have to meet additional criteria. It
would be incumbent upon the grant author to establish
these criteria and articulate them in the grant in much the
same way that criteria have been used to increase the sali-
ence and inclusion of women and children in research.

The absence of heterosexual bias would be demonstrated
by the absence of the following assumptions (these are not
exclusive). It will not be assumed that a) persons are al-
ways in coupled relationships; b) women have access to
male partners income and resources; c) families are all
“traditional” or nuclear family structured; d) gender is a di-
chotomous feature; and €) reproductive health concerns are
primary. Forms and surveys will not demonstrate these bi-
ases.

3. It is projected that as heterosexual bias decreases, researchers
and providers will necessarily be faced with the need to inno-
vate in order to accommodate the diversity of the many sub-
populations of women, including lesbian, bisexual, and trans-
gender women.

4. Further exploration of the access to health care and health in-
surance for leshian, bisexual, and transgender women should
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be taken by pursuing a national research project that addresses
leshian access to health care, and is representative of margi-
nalized leshians, including leshians of color, leshians with dis-
abilities, leshians in prison, leshians in alcohol or drug treat-
ment, and working class lesbians. The focus of the research
should include:

Prevalence of health insurance

Source of health insurance (e.g., through employment, as a
dependent, governmental program, privately purchased)

Income

Incidence of failure to receive health care because of lack
of health insurance or money

Other household members (children, partners) who lack
health insurance (due to situations such as main wage
earner lacking insurance or lack of a domestic partnership)

. Support should be given to legislative actions that move in the
direction of universal access to health care wherein health care
is a right rather than a privilege for lesbians and for all indi-
viduals.

To meet the goal, partnerships with other groups working
toward universal access will be necessary.

Until the goal of universal access is achieved, we must re-
duce inequities in the existing system of employment-based
health coverage by lobbying for recognition of leshian and
gay couples and families in the design of employment
benefit packages, and exploring the idea of equivalent
benefit substitutions for single individuals who opt against
dependent insurance coverage.
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6. Funding should be made available for consumer education and
outreach programs. Specifically, funds should be allotted for:

Research into how lesbian, bisexual, and transgender
women seek health-related information and what health in-
formation they need

The creation of a dedicated support mechanism and funding
for the collection and centralization of lesbian health in-
formation

The integration of lesbian-, bisexual-, and transgender-spe-
cific health information into general women’ s health Web
sites and information systems

7. Funds should be allocated for contracts with informatics ex-
perts, marketing researchers, and other professionals to develop
a multi-purpose and complex lesbian health Web site. Possible
funding for the development of the Internet site could be part
of an educational grant through governmental or private
mechanism. It is acknowledged that many women do not have
complete Web access, but this project should provide access
for many women who in some regard meet criteria for being
“lesbian” (desire, behavior, or identity) and who are isolated
because they are rural, incarcerated, or young. The Web site
should fulfill the following purposes:
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Function in conjunction with NIH; CDC; SAMHSA; les-
bian, bisexual, and transgender health associations, and pri-
vate research foundations as a clearinghouse for establish-
ing an emergent information resource relevant to leshian
health issues (including demographic data, risks, protective
factors, and specific disease entities).

Provide a peer-refereed on line journal for practice¥s and
research-related articles about women who are leshian, bi-
sexual, or transgender.




Develop an accessible consumer clearinghouse and on-line
forum that includes interaction with lesbian health experts
who can address questions, concerns of the leshian, bisex-
ual, and transgender public.

Data collections methodology to survey hidden popula-
tions.

8. Research-supported strategies should be developed for dis-
seminating health information to older, rural, incarcerated,
youth, and other underserved populations such as lesbians with
disabhilities, lesbians of color, and leshians with low literacy or
immigrant status.

9. Clear research priorities should be established. These priorities
should build on the notion that access to services depends on
an understanding of both provider and consumer experiences
and perceptions. Specifically, research should:

Identify points of entry to care for lesbian, bisexual, and
transgender women that may include diverse sites not pre-
viously included in studies (e.g., prisons, jails, detox cen-
ters, outpatient clinics, community mental health centers,
nursing homes, and juvenile facilities).

| dentify existing disparities in care and the assumptions on
which they are based. These studies might follow the model
of the cardiac studies on gender, racial disparities in
treatment. For example, straight and gay persons might be
compared to assess the inclusiveness, appropriateness, and
quality of service provided based on sexual orientation dif-
ferences. Specifically, the issue of frequency of Pap smears
and utilization of mental health could serve as benchmarks
for best care. It is acknowledged that further research is
needed to identify the salient health risks and appropriate
care for leshians.
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I dentify and document components and dynamics of pro-
vider-consumer interactions that produce positive and
negative health outcomes based on leshian identification.

Establish and support regional centers of excellence for
leshbian, bisexual, and transgender women’ s health. Full
partners in these centers will include lesbian, bisexual, and
transgender woman consumers, local community organiza-

tions, local health agencies, and policymakers.

Participants

Chair

Joanne Hall, R.N., Ph.D., F.A.A.N.
College of Nursing

University of Tennessee, Knoxville
Knoxville, TN

Kathleen DeBold, B.S.
The Mary-Helen Mautner Project for Leshians with Cancer
Washington, DC

Val Derlega, Ph.D.
Department of Psychology
Old Dominion University
Norfolk, VA

Sandra Dodge, C.N.P.

Indian Health Service

Department of Health and Human Services
Rockville, MD

Cheryl Fields, M.P.H.

The Mary-Helen Mautner Project for Leshians with Cancer
Washington, DC
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Betty B. Hambleton, B.S.

Health Resources and Services Administration
Department of Health and Human Services
Rockville, MD

Michelle Hoersch, M.S.
Office on Women' s Health
Department of Health and Human Services

Chicago, IL

Amber Hollibaugh
National Development and Research Institute
New York, NY

Pamela Jumper-Thurman, Ph.D.
Council Oak Training and Evaluation
Fort Collins, CO

AnaOliveira
Gay Men' s Health Crisis, Inc.
New York, NY

Cheri Pies, M.S.W., Dr.P.H.
Family, Maternal and Child Health

Contra Costa Health Services
Martinez, CA

Emily Pitt, M.S.W.
Fenway Community Health Center

Boston, MA

Laurie Robinson, M.I.S.
Office on Women' s Health
Department of Health and Human Services

Boston, MA
Patricia Stevens, R.N., Ph.D.

University of Wisconsin¥s Milwaukee
Mazomanie, WI
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Appendix 1: Scientific Workshop on Lesbian Health
Program/Agenda

The Washington M onarch Hotel
Washington, D.C.

M arch 23-24, 2000

THURSDAY, MARCH 23, 2000

Wanda K. Jones, Dr.P.H.34
M oderator
Office on Women' s Health

INTRODUCTORY REM ARKS

9:00am. - 9:15a.m. Vivian Pinn, M .D.
Office of Research on Women' s
Health

915am. - 930 am. Maureen S. O’ Leary, M.[.M.
Gay and Leshian Medical
Association

9:30 a.m. - 950 a.m. REVIEW OF IOM REPORT
Introduction By: Vivian Pinn,
M .D.
Charles Evans, M .D., Ph.D.
Institute of Medicine (IOM)

950 a.m. - 10:00 a.m. Questions and Answers
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THURSDAY, MARCH 23, 2000 (cont.)

10:00 am. - 10:15a.m.

10:15a.m. - 10:30 a.m.

10:30 am. - 10:45 a.m.

10:45 am. - 11.00 a.m.

A-2

KEYNOTE SPEAKERS

Raynard S. Kington, M .D., Ph.D.
National Center for Health Statistics
The Experience of NCHS/CDC with
Sexual Orientation Survey
Questions

Ulonda B. Shamwell, M .S.W.
Substance Abuse and Mental Health

Services Administration
The 1996 National Household

Survey on Drug Abuse
Experience with Sexual
Orientation Items and Future
Plans

Randall L. Sell, Sc.D./Judy
Bradford, Ph.D.
Health Resources and Services
Administration
Inplications of the HP2010
White Paper Funded by
HRSA

BREAK

Yvonne Green, R.N., M.S.N.,
C.N.M 34 M oderator

Associate Director for Women' s
Health

Centers for Disease Control and
Prevention




THURSDAY, MARCH 23, 2000 (cont.)

11.00 am. - 11:15a.m.

11:35am. - 11:45a.m.

11:45 a.m. - 12:00 Noon

12:00 Noon - 12:15 p.m.
12:15p.m. - 1:15 p.m.

1:15p.m. - 1:30 p.m.

1:30 p.m. - 5:30 p.m.

Kate O’ Hanlan, M .D.

The Leshian Health Movement: How
Far Have We Come and Where
Do We Need to Go?

Dee M osbacher, M .D., Ph.D.
Video Presentation
Lesbian Physicians: Practice,
Patients, and Power

Sabrina Sojourner

Sojourner and Associates

Director of Training for The Mautner

Project

“ Rermoving the Barriers
Project/Mautner Project”
Funded by the Centers for
Disease Control and
Prevention

Discussion of Keynote Speeches
LUNCH

INSTRUCTIONS FOR
WORKING GROUPS

Suzanne Haynes, Ph.D. (OWH)
WORK GROUP SESSIONS

Cancer
Kate O'Hanlan, M.D., Chair
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Cardiovascular Diseases and Obesity
Susan Johnson, M.D., M.S,,
Chair

Health Promotion and I ntervention
Suzanne Haynes, Ph.D.,
Chair

HIV/AIDS and STDs
Susan Chu, Ph.D., M.SP.H.,
Chair

Life Span Development
Caitlin Ryan, M.SW.,,
A.C.S.\W, Chair

Mental Health and Substance Abuse
Susan Cochran, Ph.D., M.S,,
Chair

Research Career Development
Alice Dan, Ph.D., Chair

Research Methodology
Judy Bradford, Ph.D., Chair

Resiliency/Health Effects of
Homophobia
Beverly Greene, Ph.D.,
A.B.P.P., Chair

Service Delivery and Access to
Services
Joanne Hall, RN., Ph.D.,
F.A.AAN., Chair




THURSDAY, MARCH 23, 2000 (cont.)

5:30 p.m. - 7:00 p.m. DINNER

7:00 p.m. WORK GROUPS RECONVENE

FRIDAY, MARCH 24, 2000

9:00 a.m. - 12:00 Noon WORK GROUP SESSIONS

(cont’ d.)
12:00 Noon - 1:00 p.m. LUNCH
1:00 p.m. - 3:45 p.m. GENERAL SESSION%¥: Work

Groups Report
Suzanne Haynes, Ph.D.%
M oderator (OWH)

345 p.m. - 4:.00 p.m. CLOSING
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Appendix 2: Table of IOM Recommendations Listed by

Two or More Working Groups

Aisnjagaomias f S | S S S
eigoydowoH
/Kouaisay | > | > > > >
ABojopoyla
yoteasag [ > | > >
Jgalepyateasag I S | S S S
yljesH [elJUsiN § S S S S S
uedsaT I S | S S
SAIVINH | > S S S
uonowoid yiesH | S | S S S
renasenoipied S | S S S S
[Jued | S S S Y S
=1 IR = < RPT o (o)
ol S <lo = N e |E9. 2 L
=1 NS e.w% L he 3 mam%.msy L2 SQE
Sl Bclu5628:3 |[80a552y 2535528
c w% S5 0 co o= D d...mnydduww EECOSB gon
ol Gh=yc3cg20eQ CTo S c=0 c2o0Q © o
gl >S| 2 cpleg el 1838850 g |02l
El S8 S CC2EQECOBE 0aCBc500P g0 D2SGFLS
ol 3| o 88S|E 28 T8E 42| UCEST302 5005202
Sl 25| c20g/cc6o52g 8wsEa5e5 55855288
clo8|L P8 nGaaloE|l<cESESTSOCERELaL

A-7




ISEVNIElQERIIVELS S S S S
eigoydowoH
JKaual|isay S > >
ABojopoylay
yoteasay | > > > >
l9ale) yoteasay | S S S
yljesH |ejusiN S S S S
uedsajl | S S S
SAIVIAH | S S
uonowoid yyesH | S S
Jlenasenolpied | N S
12oued | N S S S
m x 0 O ! = .0 © L0 > T
= , c = >< a5 = L n = Q c = < L
Blsbc82g|LcLomo 128203 |=5885¢ ocEE|23925
SlEoc-S5 §2=c92350088S [SCETER s £S2 S2wldc
ol LSEBSS R @2 TS CSSloYEEFE |BEESESel2uleESG580c
E| 5CESQ 9 S88GLcg|o-EL=-a |SE2CSESS|EPEC5|@35ES
ElgS8Sco|5cuc8S 88825 EF5558 258828958
S| 555558288883 |225538 |CER2EG iR 8S28ES
Bl 0 5GcEE|BgES3 9585000, 6|/2288c2c28vc0|s3s520
CluwnsScol2 dJ=o0€EcP3|=Z0L8coo=s|0hoooca0eoloI0n20o0E

A-8




Aianjag aainies | S S
eigoydowoH
/Kouaiisey | > S S S
ABojopoyla
yoleasay S
laarep yoteasay | N
yijesH [elusiy S
uedsayl | S S
SAIV/AH S
uonowolid yiesH S S
lejnasenolpied S S
laoued S S
& = 2 245 2 5 Sla ©_ |3
= L =, rEocE 0 =S ' < = n O =
Sl c o=V E=C epmmffm N menladeh 2%
.mm&:m.mmﬁmm%mWWr%OQMwmomuwm..mm 2 9
Sl EESC0S 585305082 558555t g8
ElcgcE=co S0 2880038252 590a|l83 80 40| SL-
o o] € = .= S .= = [45) — = 23S 0
e mmwmm.ﬂmb emmlguwmmmwmmm O;MWUb %MS
ol S5 wLae%glcecloonss| 208 ESScssnm| 258
of x €82 g =9 CELETSEL STEGESL23CTESH @S
ol voS2coEco|fcocSox[2cel5 085523 283
KN o0 G=sT| E0CTonELI|ZSZPERSL C<Es0ES| QL

A-9




ISENNIElQERIIVELS
...... eiqoydowor
JAoualjisay

ABojopoylay
yoleasay

Recommendation

inlesbians inrela-
sexual orientation
Internet/Web¥
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Appendix 3: About the Speakers and
Working Group Chairs

Judith Bradford, Ph.D.

Judith Bradford is Director of the Virginia Commonwealth Univer-
sity Survey and Evaluation Research Laboratory (SERL or the
“Lab”). The SERL conducts applied research for local, state, and
Federal government agencies, provides technical assistance to
public and nonprofit community organizations, and trains graduate
students in applied research methods. Dr. Bradford is a member of
the core faculty for the Ph.D. Program in Public Policy and
Administration (VCU Center for Public Policy), where she chairs
the health policy track, and of the clinical faculty in the
University’ s Department of Preventive Medicine and Community
Health, Medical College of Virginia.

Judy is active in HIV service and applied research, having directed
more than 60 HIV research projects, primarily funded by the Cen-
ters for Disease Control and Prevention or the Health Resources
and Services Administration. Currently, she is Research and
Evaluation Director for the Virginia HIV Community Planning
Grant, funded by CDC.

Dr. Bradford has a significant interest in lesbian health research.
She served on the Institute of Medicine’ s scientific panel studying
leshian health research priorities and recently became a member of
an interdisciplinary group of Columbia University faculty who are
developing a Center for Leshian, Gay, Bisexual and Transgender
Health within the Joseph L. Mailman School of Public Health.
Within the Center, Judy and three leshian research colleagues are
creating an Institute for Lesbian Health Research and currently
working with an emerging coalition of public and private
organizations in NY C to determine and seek to address the health
concerns of leshians of color. Most recently, the Center’ s faculty
prepared a white paper on LGBT Health for presentation at the
current Healthy People 2010 conference.
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Susan Y. Chu, Ph.D, M.S.P.H.

Dr. Susan Chu has been the Deputy Associate Director for Science,
National Immunization Program, Centers for Disease Control and
Prevention since 1997. In the late 1980' s, there was considerable
controversy in the research community concerning the relationship
between alcohol consumption and breast cancer. Using data from a
CDC multi-site study, Dr. Chu authored a paper which received
considerable scientific and media attention and helped focus
national attention on the research needs in this area. She continued
to build an expertise on breast cancer epidemiology and was
invited by Dr. Vincent De Vita, then Director of the National
Cancer Institute, to publish a book chapter for his breast cancer
textbook series. Her expertise was recognized again as a member
of the 1997 National Institutes of Health Consensus Panel evalu-
ating the risks and benefits of mammography screening in women
40-49 years of age. Her most widely recognized contributions
have beenin HIV/AIDS research. She has authored or co-authored
over 45 articles on HIV/AIDS during her six years in the
HIV/AIDS Surveillance Branch, CDC, and was frequently invited
to write book chapters in well-known AIDStexts. One of her early
papers, entitled, “ Impact of the human immunodeficiency virus
epidemic on mortality among women 15-44 years of age, United
States,” received extensive media and political attention, and was
influential in increasing awareness of the growing problem of HIV
among women. This work was cited in a number of legislative re-
ports, and was credited as playing a critical role in obtaining in-
creased funding for HIV/AIDS research in women. By the time she
was promoted to Section Chief of Special Projects, Division of
HIV/AIDS, she was considered one of the primary experts at the
CDC on HIV/AIDS surveillance and on the epidemiology of
women and HIV. For her work in HIV/AIDS, she received the
Public Health Service Commendation Medal and a Special Service
Award.
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Susan D. Cochran, Ph.D., M .S.

Susan D. Cochran, Ph.D., M.S., is a Professor of Epidemiology
and Statistics at the University of California, Los Angeles School
of Public Health where she is currently the Acting Chair of the De-
partment of Epidemiology. Originally trained as a clinical psy-
chologist, with a focus on behavioral medicine, her early work in
experimentally improving rates of medication compliance among
manic depressives is still widely cited. She is one of the early em-
pirical researchers in the area of leshian health, co-authoring her
first paper on lesbian relationships as a graduate student in 1978.
This early study of 127 leshians demonstrated in the scientific lit-
erature that leshians’ close relationships and community identifica-
tion are coherently organized along themes of emotional attach-
ment and autonomous strivings. This may seem obvious now, but
at the time, when leshian relationships were viewed as either
pathological or caricatures of heterosexual relationships, the work
was considered transformational. As a graduate student, she re-
ceived both the Mark Freedman Memorial Research Award and
the Evelyn Hooker Research Award. She was also the recipient of
a Scientist Development Award from the National Institute of
Mental Health on statistical methodology in HIV research. Coch-
ran received a M.S. in epidemiology in 1993 from UCLA’ s School
of Public Health. She has published more than 25 articles on the
health and mental health of lesbians and gay men. Her research
includes studies of mental and physical health concerns among
lesbians and gay men and methods of improving HIV prevention
among ethnic minority gay men. Another long-standing area of
research interest is women’ s health where she attempts to integrate
an understanding of contextual factors into views of women’ s pre-
ventive health strategies, particularly women of color. She has
published research studies on the risk of HIV infection in lesbians
and women who have sex with women in a special issue of
Women' s Health: Research on Gender, Behavior and Policy
(1996), studies on depression, alcohol use, disclosure rates to
health care providers, and is currently working on a large study
assessing cancer prevention in lesbians. She served as the
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co-principal investigator for what still remains one of the largest
studies of African American leshians in the United States. She is
currently the Principal Investigator of the Los Angeles County
Leshian Health Care Study that is examining access to care, health
status, quality of services, and health-related behaviors and out-
comes among leshians. A second current focus of her work is
population-based estimation of health and mental health morbidity
among leshians and gay men using data from national health sur-

Veys.

Dr. Cochran has been an American Cancer Society Postdoctoral
Fellow in gynecologic oncology at UCLA’ s School of Medicine
and was formerly teaching faculty in the Family Medicine De-
partment of the University of Southern California. She served on
the Board of the National Leshian and Gay Health Association
(NLGHA), and was the Chair of the American Psychological As-
sociation’ s Committee on Lesbian, Gay and Bisexual Concerns.
She received the President’ s award from NLGHA for her leader-
ship in gay and leshbian health and Distinguished Scientific Contri-
butions Award from the American Psychological Association’ s So-
ciety for the Psychological Study of Lesbhian, Gay and Bisexual
| ssues.

Alice J. Dan, Ph.D., M .A., B.A.

Dr. Alice J. Dan’ s career at University of |llinois spans more than
twenty-five years. Since 1975, Dr. Dan has served as both Assis-
tant and Associate Professor and currently Professor in the College
of Nursing and School of Public Health. In 1992, she was ap-
pointed Director of the Center for Research on Women and Gen-
der at the University, a position she still holds along with her ap-
pointment as Director of the National Center of Excellence in
Women' s Health in 1998.

Dr. Dan' s research experience is as extensive and varied as her
years at the University of Chicago. She has served as co-investi-
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gator of research on such projects as Physical Activity and Bone
Integrity in Middle-Aged Women, Heredity and Bone Density in
Black and White Mothers and Daughters, and Self-Care Responses
to Threats to Women' s Sexuality.

She has authored and co-authored over sixty articles since 1979
that have appeared in publications such as the Psychology of
Women Quarterly, the American Journal of Epidemology and the
Western Journal of Nursing Research.

CharlesH. Evans, Jr., M.D., Ph.D., FA.AM .A., FAA.S.

Charles H. Evans, Jr., M.D., Ph.D. is Senior Advisor, Biomedical
and Clinical Research at the Institute of Medicine of the National
Academies. He is a pediatrician and immunologist and holds the
rank of Captain in the U.S. Public Health Service¥a retired with 27
years service as a medical scientist at the National Institutes of
Health in Bethesda, Maryland, where he was Chief of the Tumor
Biology Section at the National Cancer Institute from 1975-1997.
Dr. Evans research interests include carcinogenesis (the etiology of
cancer), the normal immune system defenses to the development of
cancer, and aerospace medicine. He is an author of more than 125
scientific articles and holds three U.S. patents. Dr. Evans is the
recipient of numerous scientific awards including the Outstanding
Service Medal from the U.S. Public Health Service and the Well-
come Medal and Prize. He is a Fellow of the American Associa-
tion for the Advancement of Science, the American Institute of
Chemists, and a credentialed Fellow in Health Systems Admini-
stration of the American Academy of Medical Administrators. An
active advisor to community medicine and higher education,
Dr. Evans serves on the Board of Trustees of Suburban Hospital
Health System and on the College of Arts & Sciences Board of
Trustees at the University of Virginia.
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Beverly Greene, Ph.D., A.B.P.P.

Beverly Greene, Ph.D., is a Professor of Psychology at St. John' s
University and a certified clinical psychologist. A Fellow of the
American Psychological Association, she is a Diplomat of the
American Board of Professional Psychology in Clinical Psychol-
ogy. Dr. Greene serves as an editorial board member of numerous
scholarly journals. In addition to these duties, she has served as
founding co-editor of Psychological Perspectives on Lesbian, Gay
and Bisexual Issues (Sage), a series of annual publications spon-
sored by Division 44 of APA. She is the sole editor of the series
third volume, Ethnic and Cultural Diversity Anong Lesbians and
Gay Men, and co-editor of the recently published fifth volume:
Education, Research and Practice in Lesbian, Gay, Bisexual and
Transgendered Psychology: A Resource Manual. A recipient of
numerous national awards for distinguished professional contribu-
tions and publications, she is co-editor of the forthcoming Psy-
chotherapy with African American Wormen: Innovations in Psycho
Dynamic Perspectives and Clinical Applications.

Joanne M. Hall, Ph.D.

Joanne M. Hall, R.N., Ph.D. is an Associate Professor of Nursing
at the University of Tennessee - Knoxville. Dr. Hall came to the
University in 1999. From 1994-1998, she was on the faculty of the
School of Nursing at the University of Wisconsin - Milwaukee.
Dr. Hall' s extensive research in HIV/AIDS and Lesbian Health
evolved during graduate and post graduate work at the University
of California - San Francisco, where she received her Ph.D. in
Nursing (1992), and the University of lowa where she received her
Masters in Nursing (1982). Some of her most recent and relevant
research projects include: (1) HIV Risk Reduction for Lesbians
and Bisexual Women and (2) Leshian’s Alcohol Recovery Post
Childhood Sexual Abuse.
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Among the numerous honors she has received is the Gay and Les-
bian Medical Association (GLMA) Achievement Award for Sup-
port of Human Rights and Service to the Lesbian Health Fund
(1998). She also received the New Investigator Award, University
of Wisconsin - Milwaukee School of Nursing (1996). She has
been a Fellow in the American Academy of Nursing since 1997.

Suzanne Haynes, Ph.D.

Dr. Haynes serves as Senior Advisor for Science in the Office on
Women' s Health in the Department of Health and Human
Services. In this position, she coordinates science initiatives for
the Office. For the eight years prior to her appointment, Dr.
Haynes was Chief of the Health Education Section of the National
Cancer Institute, where she launched several community breast
cancer screening programs, physician early detection intervention
programs, and dietary change and skin cancer prevention
programs. Trained as an epidemiologist, she has published 70
articles on women’ s health, including papers on women and heart
disease, cholesterol levels, smoking, hypertension, diabetes, and
breast cancer screening. She has edited the book, How to Increase
Breast Cancer Screening in Your Conmunity. Dr. Haynes has
contributed to the work of the National Action Plan on Breast
Cancer, the Canada-USA Women' s Health Forum, the Federal
Women' s Health and the Environment Interagency Committee,
and other women' s health initiatives of the OWH.

Susan R. Johnson, M .D., M .S.

Dr. Susan R. Johnson received her B.S. from the University of
lowa College of Liberal Arts in 1973, her M.D. from the Univer-
sity of lowa College of Medicine in 1976, and an M.S. in Preven-
tive Medicine and Environmental Health in 1985, also from the
University of lowa. She completed residency training in Obstetrics
and Gynecology at the University of lowa Hospitals and Clinics in
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1980. Dr. Johnson then joined the faculty of the University of
lowa College of Medicine in the Department of Obstetrics and Gy-
necology, and was promoted to Professor in 1994. Since 1994, she
has served as Associate Dean for Faculty Affairs, and in 1999, was
given a joint appointment in the Department of Epidemiology in
the College of Public Health. She is an Examiner for the American
Board of Obstetrics and Gynecology, a member of the National
Board of Medical Examiners, and has served on the editorial board
of the major journal in her field, Obstetrics and Gynecology. Dr.
Johnson’ s clinical and research interests are in the areas of premen-
strual syndrome and menopausal health issues, particularly the use
of hormones and other drugs for prevention in post-menopausal
women. She directs both the PMS Clinic and the Menopause
Clinic in the University of lowa Hospital and Clinics Women' s
Health Center, and serves as the Medical Director of the Family
Planning Council of lowa. She is principal investigator of the NIH
sponsored Postmenopausal Estrogen/Progestin I nterventions Safety
Follow-up study, an investigator in the NIH-sponsored Women' s
Health Initiative, and is active at the national level in the latter
trial. Dr. Johnson also serves on the data, safety, and monitoring
boards of three other multi-center clinical trials of various post-
menopausal preventive drugs, and has written numerous articles
and chapters regarding these issues.

1994-1995 National Cancer Institute Preventive Oncology Fellow;
1992-1994 National Cancer Institute Oncology Fellow; 1991-1992
American Cancer Society Fellow; 1982-1987 NIH Medical Scien-
tist Training Program Fellow.

M hel Kavanaugh-Lynch, M .D., M .P.H.

Dr. Kavanaugh-Lynch has served on numerous committees in-
cluding the Seattle Breast and Cervical Health Program Lesbian
Advisory Board and is the founder of Breast Cancer Research
Funders' Network. In addition, between the years of 1994 and
1998, she has organized six conferences with emphasis on breast
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cancer and one conference with the emphasis on Leshian cancer
risks entitled, Cancer and Cancer Risks Anong Lesbians.

Raynard S. Kington, M.D., Ph.D.

Dr. Raynard S. Kington is Director of the Division of Health Ex-
amination Statistics at the National Center for Health Statistics of
the Centers for Disease Control and Prevention. In this capacity he
serves as Director of the National Health and Nutrition Examina-
tion Survey (NHANES), the only nationally representative study of
the health of the American people based on clinical examination
and biologic specimens. Dr. Kington joined NCHS In 1997 as a
Research Medical Officer in the division, and prior to coming to
NCHS, he was a Senior Natural Scientist in the Health Program at
RAND. While at RAND, Dr. Kington was a Co-Director of the
Drew/RAND Center on Health Aging, a National Institute on Ag-
ing Exploratory Minority Aging Center. Dr. Kington attended the
University of Michigan, where he received his B.S. with distinc-
tion and his M.D. He subsequently completed his residency in in-
ternal medicine at Michael Reese Medical Center in Chicago. He
was then appointed a Robert Wood Johnson Clinical Scholar at the
University of Pennsylvania. While at the University of Pennsylva-
nia, he completed his M.B.A. with distinction and his Ph.D. with a
concentration in Health Policy and Economics at the Wharton
School and was awarded a Fontaine Fellowship. He is
board-certified in Internal Medicine, Geriatric Medicine, and Pub-
lic Health and Preventive Medicine.

Dr. Kington' s research has focused on the relationships between
socioeconomic position, race, ethnicity, and health status, espe-
cially in older populations. His research has also included studies
of the determinants of health care services utilization and the eco-
nomic impact of health care expenditures among the elderly; de-
terminants of the use of long-term care; the role of income and
wealth in explaining racial differences in health status; and racial
differences in the relationship between history of birth in the South
and health status in later life.
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Dee M osbacher, M .D., Ph.D.

Dee Mosbacher, M.D., Ph.D., is a physician and film-maker. She
received her Ph.D. from the Union Institute in 1979 and her M.D.
from Baylor College of Medicine in 1983. She completed her psy-
chiatric residency at Harvard University in 1987. Dr. Mosbacher
then moved to San Francisco with her partner of 24 years, Nanette
Gartrell, M.D., and served as Medical Director of Mental Health in
San Mateo County from 1990-1995. She retired from that position
to devote more time to film-making and is now a part-time psychi-
atric consultant as well as a film-maker .

Dr. Mosbacher is co-producer and co-director of the Academy
Award nominated film Straight from the Heart and the multiple
award-winning All God’'s Children. She is also the pro-
ducer/director of “Out for a Change: Addressing Homophobia in
Women' s Sports,” winner of a National Educational Media Award.
Dr. Mosbacher is the founder and President of Woman Vision, a
non-profit educational media production company. She is a
long-time activist and has served on the boards of various organi-
zations, including Lyon-Martin Women' s Health Services (past
board president), National Gay and Leshian Task Force, American
Medical Students Association, Pitzer College, and the American
Association of Physicians for Human Rights (now the Gay and
Lesbian Medical Association). Dr. Mosbacher has received many
awards for her service to the lesbian/gay community.

Previous production credits include: “ Closets are Health Hazards:
Gay and Leshian Physicians Come Out,” which has been used in
medical school human sexuality courses and conferences in the
United States and Europe; and “ Lesbian Physicians on Practice,
Patients, and Power,” a 30-minute video sent to every medical
school in the United States and Canada by the American
Association of Physicians for Human Rights. Dr. Mosbacher is
currently working on a 60-minute documentary about the history
of women’ s music and producing a film about the life and times of
Del Martin and Phyllis Lyon.
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Kate O’ Hanlan, M .D.

Former Associate Director of Gynecologic Cancer Surgery at
Stanford University, Dr. Kate O’ Hanlan's research and
publishing focus has been on cancer prevention and surgical
biology of each of these cancers, as well as health issues facing
lesbians and gay men. Dr. O’ Hanlan founded the Leshian Health
Fund, which has made seventeen research grants totaling over
$175,000. She was president of the Gay and Lesbian Medical
Association and wrote “ Homophobia As a Health Hazard: Report
of the Gay and Lesbian Medical Association.” Dr. O’ Hanlan
co-authored “ Anti-Gay Discrimination in Medicine: Results of a
National Survey of Leshian, Gay and Bisexual Physicians.” In
1994, she wrote the policy statement passed by the American
Medical Women’ s Association endorsing legislation for adoption
and custody, and the right to marry for gay men and lesbians.
Dr. O’ Hanlan presented “ Recruitment and Retention of Lesbians
in Health Research,” at the National Institutes for Health,
the President’ s Cancer Panel, and the Office of Research on
Women' s Health asking that prevention, research, and treatment
outreach efforts be focused on the gay and lesbhian community.
She is co-principal investigator of the NIH Grant at Stanford
University, studying support and coping strategies of
lesbians with breast cancer. Dr. O’ Hanlan published “ Lesbian
Health and Homophobia: Perspectives for the Treating Ob-
stetrician/Gynecologist,” and the first Chapters on lesbian health
in Copeland’ s Gynecology textbook, in Behavioral Medicine.

Maureen S. O’ Leary, M.[.M ., R.N.

Maureen S. O’ Leary is the Executive Director of the Gay and
Lesbian Medical Association (GLMA), co-sponsor of the
Scientific Workshop on Leshian Health. Ms. O’ Leary has been
an activist in the LGBT community for the past 15 years. In
addition to her work with GLMA, O’ Leary has served as Vice
President of the Board of Directors of the San Francisco AIDS
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Foundation, Co-Chair of the Public Relations Committee of the
Bay Area Non Partisan Alliance, Co-founder and chair of the
Leshians of Achievement Vision and Action awards, and founder
of GLOBAL, a national organization of gay and lesbian business
groups. She has worked in areas of mental health, home care,
and legal services for the poor.

GLMA is an organization of almost 2,000 leshian, gay, bisexual,
and transgender physicians, medical students, and their
supporters in the U.S. and 12 other countries. Founded in 1981,
GLMA’s mission is to promote the best possible health care for
LGBT and HIV positive people, and to combat homophobia in
the medical profession. GLMA administers the Lesbian Health
Fund which works to strengthen the health of lesbians and their
families through medical research grants and education.

Vivian W. Pinn, M .D.

Dr. Vivian W. Pinn is the first full-time Director of the Office of
Research on Women' s Health at the National Institutes of
Health, an appointment she has held since November 1991. In
February 1994, she was also named as Associate Director for
Research on Women' s Health, NIH. Dr. Pinn came to NIH from
Howard University College of Medicine in Washington, D.C.,
where she had been Professor and Chair of the Department of
Pathology since 1982, and has previously held appointments at
Tufts University and Harvard Medical School. Dr. Pinn has
long been active in efforts to improve the health and career
opportunities for women and minorities. She has been invited to
present the ORWH’ s mandate, programs, and initiatives to many
national and international individuals and organizations with an
interest in improving women' s health and the health of
minorities. She has recently led a national effort to reexamine
priorities for the women’ s health research agenda for the 21st
century, involving over 1,500 advocates, scientists, policy
makers, educators and health care providers in a series of
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scientific meetings across the country to determine progress as
well as continuing, or emerging, areas in need of research.

Among her more recent awards and recognitions, Dr. Pinn was
included among “A Dozen Who Have Risen to Prominence” in
women’ s health, in the June 1997 New York Times Women' s
Health Section, and she was named the 1997 Excellence in Leader-
ship in the Public Sector Honoree by the National Women' s Eco-
nomic Alliance Foundation. The American College of Physicians
awarded Dr. Pinn the James D. Bruce Memorial Award in 1998 for
distinguished contributions in preventive medicine; she was
awarded the Athena Award in February 1999 from the Partnership
for Women' s Health at Columbia University; she was honored by
the North American Menopause Society in September 1999; and in
March 2000 she received the Catherine McFarland Award from the
University of Pennsylvania for distinguished service in women’ s
health.

Caitlin Ryan, M.S\W., A.C.S.W.

Caitlin Ryan, MSW, ACSW, is a clinical social worker who has
worked on lesbhian and gay health and mental health since the
1970s, and AIDS since 1982. She received her clinical training
with children and adolescents in inpatient and community mental
health programs, and began her social work career in school-based
psycho-educational settings. A graduate of Hunter College and
Smith College School for Social Work, Ms. Ryan has worked as an
Instructor at Smith College School for Social Work, a faculty field
Instructor at the University of Maryland School of Social Work
and Community Planning, and as adjunct faculty at Catholic Uni-
versity School of Social Service. She is a founder and past Presi-
dent of the National Leshian and Gay Health Foundation, and a
founder of the National Association of People With AIDS. In 1981
she initiated and was co-investigator of the National Lesbian
Health Care Survey-the first major study to identify lesbian health
and mental health needs and concerns.
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As a consultant to many federal and non-profit agencies, she has
helped develop policies and implement services for women, ado-
lescents, substance users and lesbians and gay men. Ms. Ryan has
written numerous articles, monographs and reports for members of
Congress, legislators, public officials, health and mental health
providers and consumers, including the first book on AIDS policy
(AIDS: A Public Health Challenge) which served as the basis for
many of the recommendations of the first Presidential Commission
on AIDS. Her most recent book, Lesbian & Gay Y outh: Care &
Counseling-the first comprehensive guide to health and mental
health care for lesbian and gay youth-received an American Jour-
nal of Nursing Book of the Year Award and the Distinguished
Book Award from the American Psychological Association’ s Divi-
sion 44. It was also published as an issue of the American Acad-
emy of Pediatrics adolescent section journal.

As a Senior Research Fellow in the Human Sexuality Studies Pro-
gram at San Francisco State University, she is currently developing
a study of health and mental health in self-identified lesbian, gay,
bisexual, and transgender youth. Ms. Ryan has received numerous
awards from professional and community-based groups, including
the American Association of Physicians for Human Rights and the
National Association of People With AIDS. In 1988, the National
Association of Social Workers awarded her the profession’ s high-
est honor, “ National Social Worker of the Year” for her leadership
and contributions to the AIDS epidemic and social change.

Randall L. Sell, Sc.D.

Dr. Randall Sell has worked in public health research since 1988
when he was hired as a Policy Analyst at the Project HOPE Center
for Health Affairs. At the Center for Health Affairs he helped
conduct a number of health services research studies related to
HIV including several of the earliest studies examining the eco-
nomic impact of the disease. He currently is the Director of the
Center for Lesbian, Gay, Bisexual and Transgender Health and is
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an Assistant Professor at Columbia University’ s Joseph L. Mail-
man School of Public Health. His primary area of research interest
is addressing the methodological issues surrounding the sampling
of sexual orientations for the conduct of public health research.
Most recently, Dr. Sell coordinated the writing of a white paper on
leshian, gay, bisexual, and transgender health for the Gay and Les-
bian Medical Association and Health Resources and Services Ad-
ministration. Despite keeping a busy schedule at the University,
Dr. Sell finds time to lend his expertise to other endeavors includ-
ing serving as a consultant to the Kaiser Family Foundation; serv-
ing on the Finance Committee of the Callen-Lorde Community
Health Center; and serving as Director of the Board of the New
Y ork Peer AIDS Education Coalition.

Sabrina Sojourner

Sabrina Sojourner is an African American writer, lecturer, and
consultant with roots in many gardens. Her personal and
professional history spans nearly 30 years and includes leadership
in several progressive movements. A nationally noted feminist
writer, speaker, and trainer, Ms. Sojourner has used her experience
to organize grassroots campaigns in support of the passage of
national and local legislation on hate crimes, a variety of health
issues, leshians and gay men in the military, civil rights, higher
education, and family violence. In addition to the curriculum and
training development work with the Mautner Project for Leshians
with Cancer, Ms. Sojourner works with a variety of not-for-profit
and educational organizations to enhance their multicultural or
government-relations activities. Her emphasis is on capacity
building, including but not limited to, leadership development;
staff, organizational and board development; HIV/AIDS
prevention education planning and evaluation; and building
multi-faith spiritual communities and rituals. She has also written,
lectured, created and facilitated interactive workshops on many of
those same issues. She has built an excellent reputation for her
work as a mediator and facilitator. Her writings have appeared in
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numerous anthologies, magazines and newspapers, and she has
self-published a collection of her poems and narratives titled
Psychic Scars and Other Mad Thoughts. Her next book, Living By
the Heart, is due out in the summer of 2001. Ms. Sojourner also
serves as the Chair of the Metropolitan Washington Regional HIV
Health Services Planning Council, also known as the Ryan White
Title I Planning Council. As the Chair, she guides a 60 member
board through the processes necessary to meet its goals of
overseeing services provided Ryan White Title | recipients.
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Appendix 3. List of Acronyms

AHRQ—Agency for Healthcare Research and Quality

AIDS— Acquired immunodeficiency syndrome

APA—American Psychological Association

APHA—American Public Health A ssociation

BMI—body mass index

BRFSS—Behavioral Risk Factors Surveillance Survey

CAPIl—computer-assisted personal interview

CA Sl—computer-administered self-interview

CATIl—computer-assisted telephone interview

CDC—Centers for Disease Control and Prevention

CSR—Center for Scientific Review

DHHS—Department of Health and Human Services

HIV— Human immunodeficiency virus

HRSA—Health Resources and Services Administration

HPV—Human papilloma virus

| C—Institute Center

IDU—injection drug user

|OM—Institute of Medicine

IRB—institutional review board

LGBT— leshian, gay, bisexual, and transgender

MH/SA—mental health/substance abuse

NCHS—National Center for Health Statistics

NCl—National Cancer Institute

NCV S—National Crime Victim Survey

NHANES—National Health and Nutrition Examination Study

NHIS—National Health Interview Survey

NLHCS-National Lesbhian health Care Survey

NIAAA—National Institute on Alcohol Abuse and Alcoholism

NIA—National Institute on Aging

NICHD—National Institute of Child Health and Human
Development

NIDA—National Institute on Drug Abuse

NIH—National I nstitutes of Health

NIMH—National Institute of Mental Health

NSFV—National Survey of Family Violence
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OPRR—Office for Protection from Research Risks

ORWH—Office of Research on Women' s Health

OWH—Office on Women' s Health

PA—jprogram announcement

Pl—principal investigator

RFA—request for application

RFP—request for proposal

RO1—type of Federal grant

SAMHSA—Substance Abuse and Mental Health Services
Administration

SEER—Surveillance, Epidemiology, and End Results

STD—sexually transmitted disease

SWAN—Study of Women' s Health Across the Nation

WHI—Women's Health Initiative

Y RBS—Y outh Risk Behavior Survey
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